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CRIPPING THE WORKSPACE: PERFORMING PHYSICALLY DISABLED
PROFESSIONAL IDENTITY IN PERSONAL NARRATIVE

By Julie-Ann Scott
Thesis Advisor: Dr. Kristin Langellier
An Abstract of the Dissertation Presented
in Partial Fulfillment of the Requirements for the
Degree of Doctor of Philosophy
(Interdisciplinary in Communication)
May, 2010
This study is a performance of identity analysis of 26 physically disabled
professionals‘ open-ended personal narratives. Through adapting Riessman‘s five steps to
narrative analysis to a performance methodology and applying Bamberg‘s narrative
positioning, this study crystallizes the ongoing formation and re-formation of physically
disabled professional identity in time, space, and discourse and the possibilities to
reiterate, dismantle, and transform these meanings in future interactions. From a
performance perspective, a story not only reflects reality, but is its own reality,
constituting meaning and understanding in time and space. Physical disability is at once a
personal experience and a shared cultural creation – the experience of a body through a
body in relationship with other bodies. As bodies that are continually attended to,
physical disabled personal narratives offer a means to analyze human identity from a
state of hyper-embodiment in which the narrator is continually reminded of the
implications of being fleshed. Three recurrent themes emerged through this analysis:
making the professional story; making the body story; and making the gender story.
Within each of these themes narrators performed the struggle over the anxiety that
surfaces surrounding the physically disabled body within daily cultural interactions,

illuminating disability as an embodied phenomenon that leaves human beings recurrently
uncomfortable in our vulnerable skins. In making stories of profession, this anxiety
manifests in the constitution of hero identities that position the physically disabled
professional as a familiar caricature rather than a complex human being. In making
stories of the body, the narrators grapple with who they are within and beyond
embodiment, positioning their bodies as sources of personal identity, fulfillment, and
disruption. In making stories of gender, narrators blurred the boundaries between the
professional (public) and gendered (private) selves attending to the complexities of
human embodiment and the dependency of identity on the bodies that perform them. The
final analysis chapter weaves together phrases from the narrators to trace the constitution
and re-constitution of physically disabled professional identity through interaction. The
conclusion recommends re-creating institutional policies with the intention and ability to
adapt to bodies changing across the workplace

CRIPPING THE WORKSPACE: PERFORMING PHYSICALLY DISABLED
PROFESSIONAL IDENTITY IN PERSONAL NARRATIVE

By Julie-Ann Scott
Thesis Advisor: Dr. Kristin Langellier
A Lay Abstract of the Dissertation Presented
in Partial Fulfillment of the Requirements for the
Degree of Doctor of Philosophy
(Interdisciplinary in Communication)
May, 2010
This study is a performance of identity analysis of 26 physically disabled
professionals‘ personal narratives. Performance methodology argues that cultural
meanings, truths, identities and understandings (such as societal stigma of different
identity groups) are created through such as those with physical disabilities, are
created through human interactions, and can be challenged and changed through new
conversations.
Across interviews, participants explained that anxiety surfaces during their
interactions with their colleagues, compelling their peers to see them as ‗super
heroes‘ who have triumphed over adversity, ‗warrior heroes‘ engaged in the fight for
disabled people‘s rights, tragic heroes that are unjustly suffering pain, or anti-heroes
who should not be allowed to remain in the professional environment. I argue that
these ‗hero characters‘ are not manifestations of the physically disabled employees‘
personal characters. Rather, they are created within professional interactions because
of the stigma surrounding disability.
Narrators also struggled with their own understandings of what it means to be
physically disabled, at times dismissing it, seeing it as a means of personal

fulfillment, and a disruption of their potential ‗true selves‘. Within these stories,
physical disability manifested as a reminder of the vulnerability of all human bodies,
reminding us that we all understand disability enough to admire, question, fear and/or
avoid disability because it is the crystallization of our shared mortality. At times,
narrators‘ blurred their public and private lives, performing how physical disability at
times diminished and intensified their gender and sexual identities (compelling those
around them to desire and/or reject them) within and beyond the workplace. As
stigmatized, deemed atypical bodies, physically disabled people potentially interact
from a state of ‗hyper-embodiment‘ in which they are continually reminded of the
implications of their bodies in others (and their own) understandings of their
identities. In turn, their personal stories offer a means to highlight the complexities of
mortal human embodiment that people whose bodies are not stigmatized by society
may not be aware. Through analyzing how physically disabled people navigate the
workforce we can gain insight of how to create policies that adapt with the
inevitability of changing bodies.
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CHAPTER 1
NARRATIVES OF DISABILITY AND IDENTITY: MOVING THROUGH AND
AMONG DISCOURSES

The Day I Became Human
Setting: I‟m thirteen and walking into my school‟s lobby. I‟ve finally
recovered from a bone rotation. My feet are pointing forward, my back
is straight, and apparently I am a new person with six-inch scars
safely hidden under new Calvin Klein jeans.
Classmate 1: Julie – Oh, my god! You look amazing!
Me: Thanks. (My brow furrows. I‟m confused but happy to be talking
to this person. I‟ve never spoken to her before. I used to wonder if she
could see me. When we were in third grade I thought that maybe I
disappeared when she walked by since she‟s never even made eye
contact.)
Classmate 2: You look like you just have a sprained ankle or
something. It totally worked.
Me: Uh, yeah. They called it a success. (I shrug modestly; my cheeks
burn.)
Classmate 3: You‘d never know what you were like.
Classmate 2: You couldn‘t tell when you were on crutches. The
difference it made, I mean.
Classmate 3: So, what‘s your schedule? Are we in any of the same
classes? A bunch of us are hanging out after school, going home on the
late bus. You should hang out more. We never really see you outside
of here. You‘re such a snob. (Jokingly, He grazes my arm with his
hand and looks into my eyes. My skin prickles and I look down. He
smiles at me, I nod and take out my schedule.)
Aside from the kids I grew up next door to, no one has ever asked me
to “hang out” before. From this moment on, I am not only a disabled
person but a person with all kinds of qualities that makes me worthy of
spending time with, even dating. The world is a newly complicated
place, a place I spend a lifetime, a doctoral dissertation and beyond,
discovering.

2

Positioning „Physically Disabled Professional,‟ Positioning Myself
Throughout this chapter I interweave narrative vignettes of interactions that
materialize my struggle to understand who I was, am, and am becoming as I engage with
others through my physically disabled body. As I write these words, I resonate with
Ferris‘s (2004) confession: ―I love my body – scars, lumps, limps and all. I‘m afraid if I
tell you that, you‘ll make this into another inspirational cripple story. It‘s not. Don‘t do
that to me or yourself‖ (p. 232). These stories are etched into my memories; they emerge
and re-emerge as I interpret and reflect on my embodied relationships in the world. They
are narratives of identity, performed and re-performed through my disabled body. This
study stems from the experiences of my own and other disabled bodies; disabled bodies
which hold positions of respect, expertise, and authority in professional organizations, yet
are marked as ―other‖ – as not simply different, but deficient. Their personal stories are
narratives of navigating the dual expectations of disability and expertise, which some
may consider a performance of contradiction in which one identity in some way negates
the other. This analysis traces who they were, are, and are becoming, embedded in
cultural discourses. Together they, I, and you as the reader, will struggle with what it
means to be a physically disabled professional body situated in cultural discourses.
`

The stories that form and inform our identities are experienced and told through

our bodies. We rely on our bodies to interact with others and to access the world. Without
bodies, we cannot occupy the spaces through which we participate in the meanings that
are constituted through human interaction. The body demands analytic attention, refusing
to be ignored, since our ability to move amongst one another in the world depends on it.

3

The research literature on disabled bodies frames varying meanings and knowledges
about them. Across cultural interactions, differing beliefs and values compete in a neverending struggle for power, a political negotiation for validity and acceptance within
cultural spaces. Amidst this struggle we constitute what one can term different
discourses or models through which we understand the world around us and seek out
knowledge and truth (Mumby, 1997). These frameworks etch maps to guide our
understanding about what is true, real, or good versus what is false, imaginary, or evil. In
a world heavily influenced by modernist ideology, we draw binaries between identities,
forming groups that carry social implications and consequences (Usher & Edwards,
2005). We learn what we see as the ‗same‘ versus ‗different‘ from us and which identities
are valued and therefore privileged. In social systems advantages and power accrue to
some while those who are denied such opportunities and therefore marginalized
(Johnson, 2001/2005).
As Kuppers (2003) explains, the binary of disabled versus non-disabled comes to
carry heavy social implications, the ―weight of excess meaning‖ which results in both
reaffirmation and contradiction of one another. In order to provide a contextualized
space for the narratives emerging from disabled bodies, I explore how these models both
enable and constrain the stories that are told: enable them through providing maps for
them to follow in the construction of their narratives, and constrain them with the cultural
expectation that they should not deviate from the maps provided (Langellier & Peterson,
2004). Within each model, I explicate the formation of truth, knowledge, power,
identity, and narrative. Conceptualizing these phenomena within different paradigms
illuminates how human beings create a shared reality about disabled bodies. What one
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knows to be true about the disabled body‘s identity (as all human identities), is
intertwined with power and illuminated through narrative; together their formations
create a model or a ―discourse,‖ a ―dynamic constellation of words and images that
legitimate and produce a given reality‖ (Allan, 2003, p. 46). Perceptions of truth and
knowledge construct belief systems, etching guides by which people invest their trust,
faith, time, and talents. Power compels people through our shared belief systems; it
surfaces as people move among one another, forming new meanings, truths, and
knowledges through interaction. Identity continually surfaces in these interactions, a coconstituted reference through which people understand others and themselves. As stories
are told, retold, reaffirmed, resisted, and re-constructed, truth, knowledge, power, and
identity become tangible in time and space. Each model understands truth, knowledge,
power, identity, and narrative differently, compelling human inquiry to problematize
what it means to embody a physically disabled identity in a given time and space.
Based on the research literature, I explore five discursive formations of the
disabled body: the medical model, the experiential model, the moral model, the
sociocultural model, and the performance model. In the medical model, physical
disability is understood as a deficiency or deficit to diagnose and overcome. In the moral
model, physical disability exposes the deficient character of the disabled person or those
close to them, evidence of a deserving fate bestowed on individuals. In the experiential
model, disability is a unique experience, rooted in a personal context to which insights of
humanity can be offered. In the sociocultural model, meanings surrounding the
physically disabled identity are constructed to bestow power, creating an able-bodied
hierarchy through which to privilege some at the expense of others. The performance
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model – the model through which this analysis will be enacted – sees physical disability
as emergent, both reaffirming and contradicting sedimented meaning which is constituted
and reconstituted through human interaction.
These models co-exist in an era of interplay among modernist and postmodernist
conditions in which human beings grapple with the simultaneous beliefs that there exists
an order to the objective world with knowledge to access discourses, and the assumption
that all knowledge is created by and forever embedded in contextualized, contradictory,
competing discourses and ideology; that truth is not discovered, but constituted by human
beings (Mumby, 1997). As a result, from a postmodern perspective, these models are not
mutually exclusive but constantly converging and diverging in the never-ending process
of meaning-making that comes with being human, alive, and interacting with the world
(Tierney, 1993). The medical model is grounded primarily in modernist assumptions
which value scientific inquiry by those deemed ‗experts‘ by the dominant culture who are
considered capable of uncovering preexisting, ‗objective‘ knowledge of the Western
culture.
The Body as a Diagnosable Machine: The Medical Model
The Day I Learned the Power of the White Coat
Setting: I‟m four years old and at surgery. A nurse stands with a
clipboard, she looks busy and in a hurry. Everyone here is.
Nurse: Sex? (pause) Female. Race? White.
Nurse: Age?
My mother: Four and a half.
Nurse: Date of birth?
My mother: March 17, 1981 – Saint Patrick‘s Day. (She smiles nervously)
Nurse: She‘s small. Weight? (She impatiently looks at my petite Italian
mother who lifts me onto the scale.) Thirty pounds. Cerebral palsy patient.
Cross tendon transfer. Both legs. (A worried look crosses my mother‟s
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face as she nods quickly at the nurse.) Time to prep. (The nurse flashes an
almost warm smile)
My mother: You‘ll fix it, right? She‘ll be better. (My mother squeezes my
hand, and I look up at her, worried and confused but excited, just like
her.)
Nurse: Well, it‘s incurable. The doctor told you that. We‘ll try to help.
(The nurse smiles again, at me this time) Let‘s go. (I follow her. I‟ve
learned that here you follow anyone with a white coat, like the lambs
follow Jesus in the pictures in Sunday school; the white coats know the
way.)
In contemporary Western society, the dominant model through which to
understand, respond, and live through disability can be termed the medical model. In
this model disability is understood as ―a defect in or failure of a bodily system that is
inherently abnormal and pathological‖ (Olkin, 2002, p. 133). The term “disabled” is
defined as crippled, injured, incapacitated, inoperative, and impaired in the dictionaries of
the English language (Dictionary.com). In opposition, to be non-disabled is to be agile,
healthy, mobile, active, and capable of being a contributing member of society, valued
and esteemed over the disabled body. Medical experts are positioned as those holding
the answers and hope for the disabled, a role to which the disabled submit in an effort to
regain a well, able-bodied, valued identity. This value system shapes the stories that
emerge from living in a body identified as disabled.
A disabled, marked as deficient body is submitted to the medical professional for
evaluation, diagnosis, treatment, and in best-case scenarios, a cure. A cure story becomes
a cultural narrative of hope, faith, perseverance, and human triumph over disability and
death. If incurable, the body‘s story becomes one of failure and defeat, a reminder that
doctors are mortal and fallible, and that death, despite human innovations, cannot be
overcome (Mairs, 1995). From a medical perspective, the body can be understood as a
machine: a complex, yet tangible system which maintains life and acts as a container for
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a person‘s mind, feelings, beliefs, and experiences throughout his or her existence. The
body has categorical markers of age, sex, race, and ability along with the signs of
disability and disease as malfunctions and abnormalities that can be uncovered through
the process of medical inquiry.
Knowledge and truth in the medical model
After undergoing years of rigorous training and tests, doctors are empowered with
the authority to diagnose and treat physical ailments and limit the presence of disability
and illness in society through research and examination of bodies. Through this process
they are able to take on the role of able authorities, with the ability to unlock the secrets
of the body‘s pain and provide answers to the sick person and to those who know her or
him (Delbanco, 2002). Once one meets the prescribed criteria to become a medical
professional, she or he is assumed to possess the knowledge to educate the rest of the
public on the causes, symptoms, and treatment of the malfunctioning, disabled body.
According to Mairs (2002), ―(m)edical professionals tend to pathologize disability,
assuming that people whose bodies or minds function in abnormal ways have something
wrong with them . . . from a doctor‘s perspective, a disability is wrong because it deviates
from the ideal norm built up during years of training and practice‖ (pp. 160-161).
Society generally accepts the authority of those designated as experts within the medical
model. New knowledge that negates prior understandings is usually interpreted as a
medical breakthrough and embraced by society with hopes of attaining what is
understood to be a longer, better quality of life. The power and pervasiveness of the
medical model stems largely from the societal acceptance of the authority of the medical
diagnosis.
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Power in the medical model
A diagnosis is usually the first step in a medical professional‘s attempt to repair
and restore a disabled body to what is deemed normal and functioning. A diagnosis is a
defined term, coined by the medical community and accepted and reiterated throughout
society, to communicate the consensual characteristics of a certain disability. 1 A
diagnosis is necessary for society to understand and accept a person as legitimately
disabled (DePoy & Gilson, 2004). One is no longer categorized as lazy, crazy, or a liar
but diagnosed as legitimately disabled as defined by medical standards, and therefore
worthy of attention from medical authorities (Frank, 1995; Hannaford 1982; Mairs, 1986;
Mairs, 1995). With a diagnosis come prospects of treatment and predictions of what
one‘s physical future will hold, as the diagnosed disabled body has a recognized
impairment or defect to which medical doctors can begin to test and cure (Cheu, 2005).
Even in cases of chronic and/or terminal disease a diagnosis can be interpreted partly as a
relief: after searching for a means to explain lack of endurance, mobility, coordination, or
comfort, a diagnosis makes what was once mysterious knowable and nameable (Frank,
1995; Hannaford, 1985; Mairs, 1986; Mairs, 1995).
In their memoirs of living in disabled bodies, Hannaford (1985) and Mairs (1995)
express the relief of finally receiving the diagnosis of ―multiple sclerosis‖ to explain what
was happening to their bodies. Even though they knew the disease was progressive and
incurable, their physical difficulties could no longer be attributed to their own mental or
emotional shortcomings but to an external factor, a disease inhabiting their bodies.
Cultural power arguably lies in the authenticity granted to the medical model. Mairs‘s
(1995) and Hannaford‘s (1985) expression of relief arguably stems from the fact that a
1

See Foucault’s (1977) discussion of discipline and punishment
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doctor‘s diagnosis brings societal agreement on a perceived truth of one‘s negative state.
This societal agreement grants license for an individual to receive the societal
accommodations and entitlements offered to those categorized as disabled (DePoy &
Gilson, 2004). A diagnosed disabled person now has the ability to communicate to the
able-bodied world regarding what is termed their abnormality in authoritative language,
designated within culture as real, knowable, and legitimate.
Identity in the medical model
In order to be granted the legitimacy of a diagnosis, individuals must assume the
identity of a medial patient. Once a person enters a medical setting, he or she is
categorized as a sick person identified through symptoms. A patient‘s individual
complexities are narrowed to the deficiencies of their bodies; within a hospital the person
is first and foremost a carrier of disease and disability (Frank, 1995). A patient is
disabled, diseased, and or deficient; these diagnoses become a patient‘s sole identity
within the context of the medical model (Hannaford, 1985; Moser, 2005). Within the
medical context, a person is identified as a carrier of disease that needs to be subdued,
made orderly, and coherent once again (Mairs, 1995). Patients are expected to obey their
doctors in a quest for relief from their ailments (Struhkamp, 2005). Within the medical
context, doctors, nurses, and other medical personnel are expected to create a space in
which suffering can be potentially relieved (Struhkamp, 2005). To become a medical
doctor one must learn how to gain trust and dependency from her or his patients, at times
becoming parental toward a patient who is in a sense helpless, needing of her or his
intervention whether to provide a cure, treatment, or mere explanation (Mairs, 2002).
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Subjecting oneself to the identity of a patient can yield a variety of results. In
some cases the diagnosis leads to a cure; in other cases symptoms, though not curable,
are managed; while in other cases patients receive diagnoses that judge their bodies as
terminally diseased and untreatable. An untreatable disability is often interpreted as a
failure of modern medicine and a given decrease in the quality of life or even the
premature death of the disabled person. Without the medical expertise required for
authority, power, and status within the medical model, patients must cooperate, be candid
about their deficits, and obey medical authorities in order to reap the benefits of medical
treatment. Although competent adults, they give up some authority and become, as
patients, dependent and childlike, dutifully following the instructions of the medical
professional. Otherwise, they risk being seen as obstinate, irrational, and careless in
regards to their own body (Good & Good, 2000; Mairs, 2002). Defiance of a doctor‘s
authoritative recommendation may be viewed as stubbornness, ingratitude, or fatalism
(DeMoor, 2005).
Narrative in the medical model
Within the medical model, narratives function as a means to diagnose, explain,
and treat bodily malfunction. Patients are expected to narrate their symptoms as clearly
and directly as possible in pursuit of a diagnosis and treatment that could relieve them
from their status as disabled, deficient bodies. In Foucauldian terms, they confess their
differences and deficiencies, submitting their bodies to the narrowed identity and
restricted power of a patient in order to gain a diagnosis and medical aid. Within the
diagnostic culture of the medical model, family and friends seek out explanatory
narratives of the patient‘s ailments and potential recovery (Good & Good, 2000).
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Through narratives, doctors diagnose ailments, document patients‘ symptoms and
progress, make treatment decisions, and make sense of the ―physiology‖ of the body that
can so greatly impact a person‘s daily existence (Good & Good, 2000, p. 50). Still, as
Good and Good (2000) argue medical professionals tend to ―willfully neglect‖ the
―narrative dimensions of the illness experience and medical context, and the lack of
emphasis on the stories patients tell beyond the basic reportable symptoms of their
bodies‖ (p. 51). While this is the dominant consensus among researchers, disability
scholars, and doctors, as Hurwitz (2006) notes, the doctor-patient relationship varies in
different contexts throughout history.
Doctors and patients as storytellers: The emerging role of narrative in medicine
Hurwitz (2006) traces differences in the role of narrative in medicine based on
documented cases from the Hippocratic period to the present age. The Hippocratic period
(430-330 B.C.E) focused on the detailed linear account of a patient‘s healing or demise,
producing narratives that evoked visual images of the illness‘s progression to provide
rational answers to the mysteries of disease and death. These narratives emphasize the
physician‘s omniscient authority and objective reasoning. ―Hippocratic physicians favor
the view that everything that happens has a preceding cause‖ highlighting the chronology
of the symptoms (Hurwitz, 2006, p. 219). Beyond the patient‘s name and location,
almost no further insight is provided to allow the reader to see or know the patient.
During the Galenic era (130-203 A.D.) medical accounts grew much more detailed and
personal; physician‘s reports become first-person narrations of conversations with and
observations of patients. Doctors documented patients‘ visible pain, discomfort, fear, and
relief, as well as the detectable physical symptoms. Doctors also documented their own
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fears of a patient‘s worsening condition and at times their frustration if they felt the
patient chose to withhold information.
This trend to include doctors‘ and patients‘ emotions and perceptions continued
through the seventeenth, eighteenth, and nineteenth centuries (Hurwitz, 2006). In the
nineteenth century, doctors begin to rely on technical medical terms and a detailed
chronology of medical symptoms and procedures to document incidents with patients,
distancing themselves through the omission of any personal response or expression of
pain from the patient. Hurwitz (2006) illustrates the distance between doctor and patients
through the description of a doctor‘s account of his own symptoms, in which he refers to
himself as ―the patient‖ with ―severe acute respiratory failure‖ rather than recording in
first-person his personal sensations and experiences of not being able to breathe (p. 232).
Several contemporary doctors grapple with how, in the past few hundred years, the
importance of narrative and personal connections between patients and doctors have been
discouraged (Berlinger, 2003; Charon, 2006; Griffin, 2004).
Berlinger (2003) explains that in the contemporary U.S. context a fear of lawsuits
stops many doctors from trying to express the grief, trauma, loss, and guilt they may feel
when they permanently lose a patient based on misdiagnosis and mistakes. However, she
argues that the doctor‘s reaction toward the damaged or deceased patient as a potential
lawsuit rather than a person is what compels families to sue: ―[i]n some narratives of
medical error written by family members, it is the treatment of the family after a patient‘s
death that the family views as a mistake and even as suspect‖ (p. 234). She recommends
that doctors be open and frank with their patients, acknowledging their pain and loss and
to allow their own regret, guilt, and feelings of failure to be known as well; that through a
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sense of understanding and grieving, doctors, patients, and their loved ones can work
together to overcome senses of loss. As Charon (2006) argues, ―[a]lthough they may not
show it, doctors, too, long for medicine different from the current fragmented
bureaucracy that health care has become‖ (p. 6).
In the most extensive treatment of narrative to date, Charon (2006) offers the term
narrative medicine as a way to educate doctors trained in the medical model of authority
and power over the ill body to grapple with the visceral, embodied, daily negotiation of
disease and disability. Narrative medicine calls the doctor to be able to perceive
suffering, to see illness from the patient‘s and family‘s points of view, to listen to the
patient‘s stories, and to take time to visualize that patient‘s future and listen to them,
thereby developing a relationship and bearing witness to that patient‘s experience. She
explains that even if medical educators cannot require a student to respond to a patient‘s
suffering with compassion, they might be able to equip students with ―compassion‘s
prerequisites” (p. 8). With narrative training, which according to Charon is enacted
effectively throughout English, Sociology, Communication, Anthropology, and other
disciplines, doctors can learn to effectively negotiate their role as detached physician and
compassionate human being which most likely drew them to medicine in the first place.
Instead of listening only for ―the facts of disease,‖ doctors are encouraged to look for the
plot of the patient‘s story, the context from which she or he tells it, and the other
characters, e.g. family, friends, employers who impact what she or he emphasizes, hopes,
and fears about the diagnosis. In essence, doctors are to ―to concentrate on not just the
facts but the situations in which these facts are told‖ (p. 11). Charon acknowledges that
enacting narrative medicine will take more time than a more traditional diagnostic
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consultation, but she argues that building a relationship with the patient will make it
easier for the doctor to correctly diagnose as well as to lend patients the support and
respect they deserve as human beings.
Charon (2006) teaches courses with new doctors in which the students keep what
she refers to as ―the parallel chart.‖ One side of the chart provides the basic medical
information of typical medical charts, while in a running narrative on a separate page,
interns talk about their feelings of attachment, respect, fear, loss, helplessness, and any
other emotion that they might feel the need to suppress in order to maintain their distance
as a professional doctor of medicine. In class, the interns read their journals aloud to one
another and address the human emotions embedded in the diagnosing and treating of
disability and disease. Concurring with Charon, Griffin (2004) asserts that medical
training ―has traditionally devalued the physician‘s subjective experience with his or her
patients and has failed to encourage a mutual appreciation for the unique experience
created by doctor and patient at a particular moment in time‖ (p. 281). He contends that
doctors who choose to resist the traditional expectation and develop relationships and
even to create memoirs are arguably more in tune with their patients‘ experience and
better at diagnosing and treating them.
DeMoor (2003) agrees that doctors can bear witness through human contact,
understanding, and empathy for their patients, often preserving their memory through
memoirs. However, the question of who is speaking for whom must be addressed and
worked through. In her references to doctors‘ memoirs of deceased AIDS patients she
notes that ―on the whole, these are necessary and admirable writings that attempt to break
through certain silences surrounding HIV/AIDS but are narratives that nevertheless are
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about, not by, marginalized people‖ (p. 226). Despite strong desires to empathize, relate
and connect, doctors themselves are usually not ill or disabled. Even if they grow
attached and empathize with the patient, they cannot fully embody the illness. As Frank
(1995) explains, there is a call for disabled people to be able to speak for and about their
selves because the experience from within each disabled body is specific, situated, and
unique.
Even with the pervasive attempts within the medical model to distance a doctor
from a patient, or to overcome that distance, the body being treated remains a complex
person with an identity beyond a diagnosed disability. One resumes her or his role as a
parent, child, worker, friend, lover, and so on, in addition to the identity of a patient
and/or disabled person once she leaves the room. The incurable body to which the
medical community cannot offer relief continues to live and interact with others for some
period of time, experiencing the world through a diagnosed disabled body. The
perceptions and expressions of a disabled person are central to the experiential model of
disability taken up in the next section. Within this model, the ―impairment of the body‖
is separate from the experience of living in a culture that perceives one as disabled and
therefore deficient (Corker, 2002). In the words of Frank (1995), ―only the ill person
herself can be the story,‖ a sentiment which encompasses the central beliefs of the
experiential model (p. 141).
The Disabled Body as Human Experience: The Experiential Model of Disability
The Day I Decided I Was Not the Ambassador to the Able-Bodied
Setting: I‟m twenty three. I‟ve just finished a presentation for the
Faculty Senate on the needs for higher stipends for graduate assistants
and the speech went well. I am walking toward my office across
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campus. I finally have an idea for that theory paper due in a week and
I need to get started. Someone calls from behind; she‟s talking to me.
Her: Hey you! Wait I need to talk to you! (I stop, turn around, and
look at her expectantly.)
Me: Yes?
Her: That limp is permanent right? I‘ve seen you limping like that for
years. You have a disability?
Me: Yes. (I feel my lips getting tight, and I‟m clenching my teeth. I try
to relax my face to be polite. People don‟t know any better after all.)
Her: Well, I‘m a theatre professor here, and I‘m doing a play with
some of the students with disabilities on campus. Something upbeat,
funny, based on your experiences. We don‘t want to depress anyone
but show them what it‘s like to be you. You know what I mean? Make
‗em laugh with you.
Me: I don‘t think so. (I‟ve lost interest in this conversation and start to
look toward the door.)
Her: Well, they say you‘re a pretty good speaker, a natural performer.
More than just a cute little girl with a limp (Laughs good naturedly). I
think you‘d add a lot to the show, teach them about the whole range of
people who have disabilities. Will you do it?
Me: I‘m really busy this semester. Thanks though. (I walk away.)
Despite my busy schedule, I do find time to take a few roles in the
Vagina Monologues two months later.
The experiential model of disability looks to the disabled person to provide
understanding of the disabled experience to the able-bodied population. As Mairs (1995)
invites, ―[s]ink down beside me, take my hand, and together we‘ll watch the waists of the
world drift past‖ (p. 18). This model views the disabled person as the key to a shared
cultural access to the human phenomenon of disability. The disabled person acts as the
expert, the teacher with the ability to educate others about what it means to be disabled;
an inevitably human experience that could happen to anyone (Hannaford, 1982).
Frank (1995) sees disabled bodies as sources of human experience that can
educate humanity as a whole on the complexities of sickness. Frank separates the
experience of illness from the physical disease of the body. Through separating the
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experience of the ill identity from the medical diagnosis of disease he calls attention to
how a person is perceived, responded to, and lives within a body defined as abnormal and
damaged. The agency granted to the disabled, ill body is significant in that ―those who
have been the objects of others‘ reports are now telling their own stories . . . affording
each the right to speak her own truth in her own words‖ (Frank, 1995, xiii). Through the
experiential model, knowledge and truth, power, identity and narrative all emerge
through the stories of those who live illness.
Knowledge and truth in the experiential model
In the experiential model truth is personal, unique, and created through human
beings‘ shared experience and understanding of one another. Delbanco (2002) argues, as
a medical doctor, that ―much is missing in the way we respond to the daunting
complexities of health and illness‖ and proposes that doctors seek knowledge of sickness
and disease through listening to their patients‘ experiences with illness (p. 192). He calls
physicians and all cultural members to work to actively develop ―a much deeper
understanding of what health, illness, and disease are about‖ (p. 198). Moser (2005)
concurs, explaining that we must recognize that disability is not stagnant but fluid,
emerging differently within different people‘s bodies, experiences, lives, and contexts.
Rather than a human deficit or pathology, disability is defined as an inevitable component
of humanity.
In the experiential model, knowledge is gained from individuals‘ articulations of
the nuances of disability. Frank (1995) calls the non-disabled to bear witness to the
stories of those with disabilities, to ―accept suffering as an intractable part of the human
condition‖ (p. 146). The disabled person‘s stories create a context to teach the well, to
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expand our culture‘s understanding of sickness so that ―not only sick people know what
health is‖ (p. 182). In this model, knowledge of disability is located within those who
have experienced disability and the ill person‘s sharing of her or his story makes the
experience of sickness accessible to the healthy, able-bodied population. The disabled
storyteller functions as the valued ambassador to the non-disabled, granting access to the
experience of illness.
Power in the experiential model
From the experiential model, power emerges in one‘s ability to tell his or her own
story, to resist silence and to speak of experience; power equals personal voice (Frank,
1995). The dominant culture expects the ill to stay silent, to cover the signs of their
illness with make-up, wigs, prosthetic limbs, and so on; and resisting this expectation
makes cultural members uncomfortable and worried (Frank, 1995; DeMoor, 2005; Mairs,
1995). Within the experiential model, power materializes when one defies social,
cultural, and institutional expectations and speaks out, offering her or his story to others
despite the discomfort it may cause. Benin and Cartwright (2006) argue that the ablebodied person‘s contact with the disabled potentially causes initial discomfort, even
shame, yet these confrontations are necessary for identification and shared understanding.
DeMoor (2005) explains that often gay men with HIV and AIDS fight for power within
the dominant culture through refusing to die silently. They defy culture‘s desire for them
to gallantly accept of their fate and profess newfound wisdom they would not trade for
health. They reject notions that illness brings one a deeper appreciation of life and
understanding; instead they speak of the pain and injustice of their disease. Their stories
call out to the culture which turns its back on those who live with a stigmatized disease.
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In essence, they refuse to pacify the dominant culture‘s guilt and discomfort over the
presence of disease and their lack of attention to it (DeMoor, 2005).
Within the experiential model, a struggle over power often surfaces through
resistance to medical terminology. Mishler (1986) argues that the communicative
exchanges between doctors and patients are doctor rather than patient focused. He asserts
the need for doctors to recognize the distinction between the physical experience of a
diseased body and the personal experiences of the lifeworld, which he defines as the
social and cultural experience of illness. Munson (2000) also critiques the medical
approach to physical pathology. She explores how a medical diagnosis shrinks a myriad
of experiences into only one word, a diagnostic label for symptoms that takes away the
power and agency of the disabled person. She sees narrative, the power to tell one‘s story,
as a means for the disabled to ―expand‖ oneself beyond disability to a whole, complex
person; a person with a unique story to live and share (Munson, 2000, p. 20). In short, to
reclaim the power that comes with reclaiming humanity and identity beyond one‘s
disability. She explains that speaking one‘s own truth allows the ill to become the
―diagnosticians of the extraordinary . . . by closely examining their own, circumscribed
lives‖ (p. 22). Through this model, one reclaims power through redefining disability as a
component of her or his identity to understand rather than an unpleasant enemy to avoid.
The breakdown and eventual death of the body becomes an inevitable part of human
mortality.
Identity in the experiential model
Within dominant culture, the disabled identity is often concealed, expected to take
steps to appear normal, healthy, and able (Frank, 1995). One can interpret the choice to
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share rather than hide one‘s experience and appearance with the rest of the world as a
source of resistance and power, a means to reclaim one‘s own identity with acceptance
and without apology (Frank, 1995; Jeffereys, 2002; Mairs, 1986; Mairs, 1995). The
choice to pass or display one‘s disability allows one to present a complex identity to the
world and control the perceptions of others in varying spaces and contexts (Jeffreys,
2002).
Jeffreys (2002) explains that he and his siblings (all disabled), grew more
comfortable with both their disabled identities and the stares that often accompanied
them. In turn, they also became more comfortable with strategically choosing at times to
embrace their disabled identities by using crutches, walkers, and wheelchairs, and at
other times to ―pass‖ as non-disabled, to choose to be both ―visible and invisible
cripples‖ (p. 38). He recounts that his family would pose for pictures taken at special
occasions with fake legs, by being inconspicuously propped against a wall or sibling, or
by being held up by family members through what appeared to be an embrace of
affection.
Reclaiming disabled language can also be a means to embrace one‘s identity and
communicate personal pride to others. Mairs (1986) notes that she chooses the word
―cripple‖ to define her own disabled identity in order to let the world know that she is
―one tough customer,‖ that ―as a cripple [she] swaggers‖ (p. 9). Kleege (2002) argues
that as more disabled people choose to reveal their identities, the presence of disability
within the society can no longer be ignored. As an instructor in a university, she explains
that the ―com[ing] out‖ of increasing numbers of disabled faculty, staff, and students
demonstrates ―that there is more than one way to move through space, to access a text, to
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process information, to communicate – more than one way to be a human being‖ (p. 316).
The personal narratives of disabled people expose the complexity of human experience
and identity. Personal narrative becomes one of the primary vehicles in the experiential
model because it allows access into the experiences of others, creating a relationship and
experience of narrator and audience through which understanding and connection can
emerge.
Narrative in the experiential model
Munson (2000) sees the narration of one‘s life as inextricably tied to human
existence, ―[t]he spinning of visceral narratives, I believe is as much a physical process as
circulation. Writing splints the wounded body, gives it a much-needed papyrus cradle in
which to rest, allowing it to reconstruct itself, to graft new stories and to heal‖ (p. 24).
Struhkamp (2005) explains that often a disabled person‘s narrative becomes a means to
give voice to pain, to ―create a space where suffering is allowed to exist‖ in that rather
than medicating emotional and physical pain, individuals are allowed to express their
own experience rather than seeing it as a symptom to medicate or eradicate (p. 701).
Rimmon-Kenan (2006) sees narrative as a primary source of power for the disabled
person in that telling one‘s story puts the audience in a position ―where he or she has no
choice but to experience illness as a part of life‖ (p. 249). Narratives from an ill body
hold a unique position in the experiential model because, again, as Frank (1995) explains,
―only the ill person herself can be the story‖ (p. 141). The ill body experiences the illness
through the same body which tells of the personal experience. Illness narratives compel
the listener to understand how an illness affects one‘s interactions with others and the
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world, altering one‘s personal life story. The presence of illness impacts what it means to
be a human being in varying cultural spaces and contexts.
DeMoor (2005) argues that through constructing and publishing their own
memoirs, some gay men living with AIDS and HIV demand to speak for themselves
through their writings despite their failing health. Through voicing feelings of bitterness,
anger, and sarcasm, the ill person defies cultural expectations that the sick accept their
illness as divine fate and act as an inspiration to the living through their uplifting, positive
attitudes (DeMoor, 2005; Langellier & Sullivan, 1998). Frank (1995) views the narrative
from the ill body as source of healing for the ill identity; ―the healing may not cure the
body, but it does remedy the loss of intactness . . . the sufferer is made whole in hearing
the other‘s story that is also hers, and in having her own story not just be listened to but
heard as if it were the listener‘s own‖ (p. 183). In this way, storytelling allows private
experiences to become voices of the public. The story creates a shared understanding
which acts as a thread to weave together human experience, culture, and the human body.
Kleege (2002) recounts a conversation between a student and herself regarding
the importance of speaking of illness, for the ill to be out among the well and able-bodied
as a presence with whom to interact and seek to understand. She tells her student, ―It is
better now than it used to be, ―at least now there are more of us around,‖ to which the
student responded, ―I guess sooner or later they‘ll have to get used to us‖ (p. 316). The
moral model of disability allows us to examine how cultural beliefs and perceptions of
the disabled body by others emerge and reemerge through history constituting the sense
of uneasiness and fear to which the experiential model responds.
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The Body Revealing Deficiency Within: The Moral Model
The Day I Realized I Was a Family Tragedy
Setting: My mother holds me against her. Her arms are trembling; she‟s getting
tired. I‟m three. I have thick plastic braces on my legs. Each time I move the clasps
get caught on my mother‟s blouse and she readjusts me. She‟s lost a lot of weight.
She is scared to eat since she developed colitis. She‟s too worried about whether I‟ll
ever walk, what my future will be, and what people are saying. She overhears the
other mothers in the church, washing the tiny shot glasses we just used upstairs to
drink the grape juice for communion. Her neck gets stiff and her jaw tightens.
Mrs. T.: Poor Rose
Mrs. M.: They seem like such a nice family
Mrs. T.: For God to do that to the littlest one, it‘s too bad, she was such a
pretty baby.
Mrs. R.: Well you know her older brother almost died in an accident a
few years ago.
Mrs. T.: They say children pay for the sins of their parents. (She sighs. I
can hear the little glasses clink against the metal sink.)
Mrs. M.: Like having a baby when you‘re that old. (Soft chuckle)
Mrs. R.: Well, you know what I heard. (Pause, perhaps for emphasis)
(My mother sets me down on the floor and takes a deep breath. Her cheeks
are flushed. She walks in to the kitchen. There‟s silence.)
My mother: No, what did you hear, Mrs. R? (My dad picks me up and
takes me outside.)
Whenever my mother gets frustrated with our church membership, she returns to the
story of this interaction.
Over the course of time, societies have looked to the individual to explain not
only the experiences associated with disability but also why certain individuals are
disabled, while others are not. Anxiety compels others to place blame somewhere, to
find the answers within the values, beliefs, lifestyle, and choices of the afflicted and those
close to her. The moral model views disability as a ―defect caused by a moral lapse or
sins, failure of faith, evil, test of faith‖ (Olkin, 2002, p. 133). One‘s perception of the
truth and knowledge, rooted in the cause of the disability, is of particular importance in
the moral model. What one perceives as the known cause of a particular disability
strongly influences how it emerges within the framework of the moral model.
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Knowledge and truth in the moral model
Throughout history, cultural members have explained the presence of physical
disability as the manifestation of the supernatural being‘s vengeance and in turn,
ostracized those identified with disabilities. Braddock and Parish (2001) report that in
Ancient Greece, disabled children were left on mountaintops to die, considered to be
curses from the gods and therefore nonhuman and undeserving of life. According to the
Old Testament of the Judeo-Christian Bible, in ancient Judaism disabled bodies were
considered unclean and not worthy to enter the temple of God, the place of highest
regard:
No man who has any defect may come near: No man who is blind or
lame, disfigured or deformed; no man with crippled foot or hand, or who
is hunchbacked or dwarfed. [If] he has a defect; he must not come near to
offer the food of his God. . . . Because of his defect, he must not go near
the curtain or approach the altar, and so desecrate my sanctuary (Leviticus,
21:18-23).
Contemporary Jewish and Christian churches do not forbid disabled people from
entering their churches. Instead, the disabled are viewed as objects of charity, chosen by
God to be deficient. From this view, disabled people are placed on the Earth so that
others can display their spiritual benevolence and compassion, and gain favor in the eyes
of God. In short, the suffering of the disabled leads to the opportunities for those who are
not disabled to reap rewards from God for their charity in this life and in Heaven.
During the Enlightenment, science began to challenge spiritual and supernatural
causes for disabilities, providing a new kind of knowledge and different truths and
explanations (DePoy & Gilson, 2004). This newfound knowledge did not lead to the
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acceptance of disabled bodies; birth defects were deemed ―monstrosities‖ and disabled
children were scorned from society, deemed ―abnormal and morally inferior,‖ and placed
in poor houses or institutions (DePoy & Gilson, 2004, p. 23). Some medical innovations
allowed treatment, but only if the patient could afford the cost of care (Stiker, 2000).
With the Victorian era came an increase in ethnic, cultural, and value-based diversity due
to the influx of immigrants to the United States and Europe (DePoy & Gilson, 2004).
Societal emphasis focused on industry and the desire for mass production, and the value
of a person rested in the ability to contribute to the economy (Axinn & Stern, 2000). The
dominant view saw physically frail, sick, or immobile members of society as morally, as
well as physically weak and inferior (Longmore & Umansky, 2001). Those who could
not work and contribute to the economy were segregated to poorhouses, defined as
useless and burdensome (Longmore & Umanksy, 2000). Within the moral model, power
emerges in the judgment of one‘s worth in relation to their disabled identity, and the
opportunities and/or marginalizing that follows. Those who are considered inferior to
what is ―normal‖ are marginalized and segregated in society, ―stigmatizing‖ them and
thus stripping them of power and agency (Goffman, 1963).
Power in the Moral Model
The termination of the disabled through death or segregation to institutions and
poor houses illuminates the lack of value and power granted to the disabled identity in
cultures throughout human history. In addition to the customary killing of disabled
infants in historical cultures, Davis (2002) reminds us that the disabled people have been
persecuted alongside other minority groups throughout history. He argues, ―[l]et us never
forget that the deaf, the feeble-minded, and other ‗defectives‘ were the first to be rounded
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up by the Nazis and sent to the death camps‖ (Davis, 2002, p. 157). Historically,
Western societies have stigmatized the disabled identity, stripping those who embody this
identity of power and value. In addition, while not as overtly violent, positioning an
individual as the object of charity and the opportunity to exercise one‘s power over them
also decreases the person‘s options and choices: ―Thus the roots of paternalism toward
disabled individuals as objects of charity, whether or not they wanted it, can be seen as
far back as the Middle Ages‖ (DePoy & Gilson, 2004, p. 13).
Beginning with the Enlightenment and arguably continuing in today‘s medical
system as well, whether or not people could pay for medical treatment dictated whether
or not they could receive it (Braddock & Parish, 2001). During the Enlightenment, there
were a disproportionate number of poor people with disabilities as opposed to the upper
class due to the ability to pay for treatment (Braddock & Parish, 2001). In turn, the two
identities both became inextricably linked, devalued, and stigmatized throughout history
(Braddock & Parish, 2000). From the moral model perspective, the relationship between
being poor and being disabled perpetuates a cycle: disabled people, as devalued members
of society, are often ignored by the general population and denied opportunities for
employment within a culture which values the able-bodied worker. As a result, they are
denied high-cost medical care because of their inability to pay for treatments and
technologies which social welfare plans (i.e., charity) do not consider essential. The
denial of such treatments and service lessens the chance of employment, which in turn
lessens the chance of such treatments and services.
In a culture which grants power and prestige to those who are able to support
themselves and to those who are able-bodied, those who are not able-bodied may
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potentially be viewed as incapable of holding a valued position and the economic power
it can bring. Goffman (1963) explains this denial of opportunity as ―stigma,‖ an ―attribute
that is deeply discrediting and that reduces the bearer from a whole and unusual person to
a tainted, discounted one‖ (p. 3). According to Goffman (1963), "[b]y definition, of
course, we believe the person with a stigma is not quite human. On this assumption we
exercise varieties of discrimination, through which we effectively, if often un-thinkingly,
reduce his life chances" (p. 5). The response to the denial of jobs, physical care, love,
acceptance, and even human contact become central to the identity of the physically
disabled within the moral model.
Identity in the moral model
Some authors recount how a disabled identity negatively impacts how one is
perceived in society; that judgment, anger, and resentment surface in daily interaction.
Mairs (2002) recalls a taxi driver who said that she ―should not be out riding around
Providence in his cab but home where people like [her] belonged‖ (p. 101). Mairs (2002)
was initially angry over the cab driver‘s response, but at the same time she was also
refreshed because ―he had come right out with the aversion that, in subtler forms, poisons
the atmosphere like a fine gray mist, indiscernible but for the headache and lassitude it
induces‖ (p. 101). According to Mairs (2002), an overt anger or resentment can be dealt
with easier than hidden negativity. At the same time, she emphasizes that despondency
and desperation are not the logical or inevitable responses to disability and resists the
general culture‘s belief that disabled people are ―supposed to be miserable‖ that leads to
the question of why anything should be done ―to alleviate our misery,‖ as biased,
inaccurate and unfounded (p. 168). Drawing upon Goffman‘s (1963) work, she argues
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that stigma compels cultural members to hide and avoid disabled bodies rather than find a
way to support them. Through viewing the disabled body as invaluable, even inhuman,
the general population can hide from their knowledge that their own bodies are also
fallible and will inevitably break down and die.
Davis (2002) sees behavior which may be interpreted as pity, unawareness,
resentment, or teasing as a form of hatred toward the disabled. ―The hatred of people with
disabilities is a much more subtle and ingrained hatred . . . this kind of hatred is one that
abhors the possibility that all bodies are not configured the same, the weakness and
impairment are the legacy of a cult of perfection and able embodiment‖ (Davis, 2002, p.
156). He gives examples such as jokingly referring to someone with a temporary injury
as a ―cripple‖ or calling a person who made a foolish decision ―retarded‖ as cultural
acceptance of hate speech toward the disabled.
Asch and Fine (1988) concur with Davis‘s assertions that Western culture values
physical perfection, equating beauty with able-bodiedness. They assert that the disabled
bodies are deemed ugly which further marginalizes them. Furthermore they argue that
that those who identify as disabled, and in turn ugly, are assumed to be deficient in their
character as well as their physical being. ―In short, attractiveness is linked to virtue, to all
that is desired‖ (Asch & Fine, p. 16). Disabled people are not considered attractive and
therefore not as virtuous or desirable as those members society deems as ―beautiful,‖
instead they are considered lacking sexual identity, even ―defective‖ (Rousso, 1988).
According to Rousso (1988) many disabled adolescents have either limited or no sexual
involvement. This lack of sexual experience arguably stems not only from their parents‘
view of them as ―defective‖ and therefore unworthy of sexual experience, but also from
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the belief that ―sexuality was potentially dangerous‖ for their disabled children. As a
result, disabled adolescents, especially girls, reported having ―a particularly traumatic
time in the heterosexual arena during adolescence‖ (p. 161). This denial of sexuality
potentially continues into adulthood.
Mairs (2002) explains that her doctor told her to stop taking oral contraception in
order for her medicine to be most effective but to also not become pregnant as her body
could not carry a baby to term. The idea that she may like to engage in sexual intercourse
and therefore would need some way to control her reproductive system did not appear to
occur to the doctor. The asexuality and fragility of the disabled body often remains
unquestioned by society which sees the disabled member as not fully human and
therefore unworthy of such concern.
Within the moral model, some disabled identities are considered more morally
suspect than others. Some disabilities are interpreted by others as evidence of the
person‘s deficiencies in character. Obesity and lung cancer brought on by smoking are
often viewed as products of lack of self control and therefore moral, as well as physical
flaws. Their stronger association with the moral rather than the medical model, as
personal rather than only physical problems, can leave an individual vulnerable to an
increased level of societal stigma. These disabilities become associated with personal
weakness and lack of control rather than simply a physical affliction.
As a result, the same medical diagnoses with different causations can be
responded to with drastic differences in society and even in medical treatments. For
example, if two people are both diagnosed with sclerosis of the liver and one abused
alcohol while the other did not, the second may be considered more worthy of a
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transplant than the other and be given higher priority on an organ donor list. This scenario
illustrates how one‘s life history can drastically affect how society responds to her
disability.
Narrative in the moral model
In the moral model, stories of a person‘s life are a vehicle for society to judge
whether or not one is deserving of his or her disabled fate. Whether one receives pity and
charity or abhorred judgment often depends on the story which explains why one is
disabled. DePoy and Gilson‘s (2004) Explanatory Legitimacy Theory helps demonstrate
how the moral model operates in society today. For example, in the medical context, the
same diagnosis is constructed differently by the moral compared to the medical model for
disability, based on ―reportable‖ information regarding the person‘s condition.
Consider the following situation: two people both diagnosed with HIV. Personal
narratives reveal that one individual contracted the disease from premarital sex and/or
intravenous drug use, while the other contracted the disease through a blood transfusion
or from a parent while in the womb. Under the medical model, both would be considered
legitimately disabled, with identical diagnoses and physical consequences. However,
from the moral model the reasons for the onset of the disease influences society‘s
interpretation of the disease: the one who contacted the disease via personal lifestyle
choices is less worthy of compassion and support from society, on account that her or his
disease could be considered preventable if the individual had more self control and/or did
not use drugs. In contrast, those who did not have control over the contraction of an
illness are more worthy of compassion and social support. The observable and reportable

31

characteristics of their identical medical diagnoses potentially compel society to construct
one person as more disabled than the other.
The same moral judgment may potentially operate in two people diagnosed with
paraplegia, even if they both were injured in a similar accident. If one young woman hit a
tree because she lost control of her car on an icy road, while the other hit a tree because
she was driving drunk, then one may be viewed more deserving of her fate than the other.
While being caught in a winter storm may be interpreted as beyond one‘s control, driving
drunk is often viewed as a lack of self control and good judgment. The contrast in
societal reactions to the "reportable" moral implications of equal physical limitations
arguably indicates that the social constitution of disability is more complex than simply
identifying bodily dysfunction and proposing treatment. This concept is further explored
in the sociocultural model of disability.
The Bodies we are taught are Deficient: The Sociocultural Model of Disability
The Day I Learned to Threaten to Sue
Setting: My large, booming-voiced father is at a parent-teacher
conference he decided to attend when a letter came home telling him that I
would be repeating kindergarten. I came too, but I‟m not part of the
conversation, except that it‟s about me. I have some crayons and I‟m
drawing a picture of my dad: the biggest, strongest man in the world.
Her: We‘ve decided to hold her back – to have her repeat kindergarten.
Him: I thought her scores were above average. (He touches my hair
softly.)
Her: Well, yes. (She sighs and there is long pause; I look up.)
Him: Well, then promote her. (His voice is slow and steady. He isn‟t
yelling yet, but people who don‟t know him think he is.)
Her: Well, socially with her disability. How the other students see her
difference. (She pauses.) Well, she‘ll need time to adjust.
Him: Tell them to adjust. If she doesn‘t go on to first grade, I‘ll sue you
and this school. (He stares at her challengingly. There is complete silence
for a few seconds)
Her: All right, no need to be upset. We are only are thinking of your
daughter.
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Him: So am I. You‘ll put her in first then? (He scoops me up from the
table.)
Her: Yes. If you really think it‘s in her best interest. (My dad‟s jaw
tightens and he clears his throat. Her tone is getting on his nerves.)
Him: I do. This discussion is over. (His delivery is flat and steady. There
is silence as my father carries me out of my kindergarten classroom.)
I start first grade the next year, but I spend a chunk of the day in the
room for “special kids.” I finally am “mainstreamed” six years later,
when I skip eighth grade because I am a year ahead and my teachers do
not want to have to go to the high school to get math and English work for
me.
The medical, moral, and experiential models of disability look predominantly to
the individual to diagnose, understand, or judge a pregiven disability. But through the
lens of the sociocultural model, disability is a social creation. From a sociocultural
perspective, ―problems reside in the environment that fails to accommodate people with
disabilities. Society has failed a segment of its citizens and oppresses them‖ (Olkin, 2002,
p. 133). In the sociocultural model, social interaction creates a system in which some
members hold power over others. Within each culture, some members receive unearned
advantages and privileges. These dominant members often determine the meanings of
truth, knowledge, power, and identity, along with what and who is considered to be of
value (Johnson, 2005; McIntosh, 1988). We currently live in a society which values what
is categorized as the ―non-disabled‖ or ―normal‖ body; the body that does not deviate
from a perceived standard or display any characteristics defined as mutations or
imperfections (Snyder & Mitchell, 2006). In the sociocultural model, cultural members
see disability as an abnormality to eradicate or segregate from the mainstream society
rather than the inevitability of living within a mortal body that responds to environment
and age (Asch & Fine, 1988; Davis, 2002; Mairs, 1995, Wendell, 1996).
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Knowledge and truth in the sociocultural model
The sociocultural model challenges the sources of truth and knowledge in the
medical and moral models of disability (Davis, 2002; DeMoor, 2005; Gill, 2001; Snyder
& Mitchell, 2006; Wendell, 1996). Within the medical and moral models, cultural
members distinguish what is true from what is false based on agreed upon, objective
criteria. Different cultures root these objective criteria in scientific, medical, or spiritual
frameworks. The sociocultural model for disability argues that these truths are not natural
or objectively scientific, but constructed by those in positions of power and presented as
fact to the general public (Thomson, 2001). These culturally accepted truths benefit
dominant social groups and justify mistreatment and marginalization of certain members,
such as the disabled (DeMoor, 2005; Olkin, 2002; Thomson, 2001; Wendell, 1996).
From the sociocultural model, the core error of the medical and moral model of disability
is a failure to distinguish between impairment and disability. Impairment, from a
socioculturalperspective, is a lack of or defect in one‘s physical body or the movement of
one‘s body, whereas disability is a ―disadvantage imposed on top of one‘s impairments
and which therefore excludes them from participation in the mainstream social activities‖
(Oliver, 1990, p. 22; Tremain, 2007). The sociocultural model also challenges
interpretations of knowledge and truth within the experiential model. Personal stories
thought to simply promote shared human understanding provide evidence of the
imbalance of power and the presence of oppression within a culture. From this
perspective, all stories emerge in the struggle over the meanings of the disabled body.
Thomson (2001) argues that disability must be reconfigured as minority rather
than medicalized discourse. A variety of scholars have taken considerable steps to
illuminate how disability is intertwined with other minority identities, segregated, and
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devalued (Davis, 2002; McRuer, 2006; Thomson, 1997; Wendell, 1996). Wendell (1996)
explores the complexity of disability as it is defined differently within different
environments. For example, in some parts of Africa a woman would be expected to walk
ten miles a day to collect water, and if she could not, she would be considered disabled.
In contrast, a person living in the urban U.S. does not need this level of stamina because
much less endurance is required for the average person to accomplish expected tasks and
hitherto acquire able-bodied status. However, within the urban U.S. one may require
corrective lenses to drive, a visual limitation that may never be noticed in cultures where
the majority of people do not own vehicles or drive. In short, according to Wendell
(1996), physical deficiency is constructed within the space of particular environments and
can be alleviated through cultural adaptations to difference. Scholars from the
sociocultural perspective frequently argue that the binary between able-bodied and
disabled is an arbitrary distinction drawn by institutional practices that define difference,
especially if one considers the fact that all bodies, if they live long enough, will grow
increasingly disabled (Davis, 2002).
Power in the sociocultural model
From a sociocultural perspective, cultures grant power to bodies that are
privileged as the unmarked standard to which all other bodies are compared (Johnson,
2005). Johnson names male, able-bodied, young to middle-aged adult, heterosexual,
White, and middle to upper socioeconomic status as privileged Western identities.
Critical scholars invest considerable time outlining the similarities and differences
between disabled and other marginalized identities such as female, lesbian-gay-bisexualtransgendered, and people of color (Ehrenreich & English, 1978; Davis, 2002; Thomson,
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1997; McRuer, 2006; Wendell, 1996). As Thomson (1997) argues ―female, disabled and
dark bodies are supposed to be dependent, incomplete, vulnerable, and incomplete bodies
. . . always ready for occasions for the aggrandizement of benevolent rescuers whether
strong males, distinguished doctors, abolitionists, or Jerry Lewis hosting telethons‖ (p.
79). McRuer (2006) explains that for a large portion of history, heterosexuality and ablebodiedness were intertwined, yet invisible in society. However, their perceived negations,
homosexuality and disability respectively, were ―embodied, visual, pathologized and
policed‖ as ―deviant bodies that should be controlled and confined to the margins of
society‖ (McRuer, 2006, p.2).
Feminine and disabled bodies
Feminist and disability studies scholars argue that perceived mainstream ideal
femininity is merged with the physical disabled identity (Ehrenreich & English, 1978;
Levy, 1990; Steele, 2001; Thomson, 1997). Thomson (1997) explains that, ―femininity
and disability are inextricably entangled in patriarchal culture‖ (p. 27). She also points
out that the cultural practices of femininity often blur the lines dividing ―normal feminine
behavior and pathology‖ (Thomson, 1997, p. 29). Over the course of time, achieving the
ideal female body often involved rendering it weaker and more fragile than it would be in
its natural state.
Thomson (1997) explains that the cultural practices of female circumcision and
scarification can result in increased bladder infections, complications during childbirth,
and early death for women. Yet in some cultures, this form of ‗disablement‘ is an
expected norm necessary to achieve desired femininity. Disablement as femininity also
occurred in the Chinese culture where wealthy families would have their daughter‘s feet
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broken and bound as young children. This normative practice hindered the growth of
their feet so they could not walk without assistance in adulthood, a limitation which
would render them disabled by today‘s Western standards (Levy, 1990).
Ehrenreich and English (1978) trace the relationship between the role of women
in Western cultures and the epidemics of predominantly female sicknesses back to the
1800s when ―hysteria,‖ a diagnosed disease of the uterus, ―spread wildly throughout the
United States and Europe‖ (p. 125). Descriptions of hysteria ranged from ―hysterical loss
of voice, loss of appetite, hysterical coughing and sneezing . . . [to] hysterical screaming
laughing and crying,‖ flailing one‘s arms and legs uncontrollably, beating one‘s chest,
tearing of hair, and attempting to bite both others and oneself (p. 124). Hysterical fits
alternated with states of ―invalidism‖ or chronic fatigue (p. 124). Doctors treated hysteria
as a chronic disease and prescribed treatments which included extended bed rest,
restricting one‘s diet to soft foods, and avoiding any tasks that could be deemed mentally
exhausting.
In addition to hysteria and invalidism, in the 19th century, middle and upper class
Western society viewed what would now be considered ill health in a woman as
normative and feminine (Freeman, 2004, p. 122). ―The tight laced corset could flagrantly
sexualize the body – it allegedly rendered the woman pale and sickly, breathless and
flushed to the point of fainting‖ (Freeman, p. 4, p. 122). Steele (2001) even compared the
corset to a weapon ―employed to achieve the desired and desirable almost deathly
demeanor‖ (p. 126). The perceived ideal femininity which included physical fragility,
slightness, and a blushing complexion resulted from the restricted airflow and broken
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bones caused by the corset. These ―symptoms‖ became coveted attributes associated with
elite economic status and preferred femininity.
Though corsets and foot binding are no longer mainstream cultural practices in
contemporary society, women continue to restrict their bodies today. Since the 1970s, in
order to achieve the coveted slender frames of celebrities and fashion models, young girls
and women pursue the desired female form through excessive diet and exercise. When
taken to extremes, the desire to embody the ideal feminine body can lead to bulimia
nervosa, (binging on large quantities of food and then purging the calories most
commonly through inducing vomiting), or in anorexia nervosa which involves drastically
restricting caloric intake (Shaw, 2002). Currently, in the United States an estimated 16
million people, 95% of whom are female, are living with bulimia or anorexia nervosa,
and 25%-35% of college-age women binge and purge to achieve a desired weight
(Patrick, 2002). The excessive exercise and restrictive diets of many women not
diagnosed with a formal eating disorder can lead to weak hearts, brittle bones, stunted
growth, fatigue, iron deficiency, infertility, and early death (Patrick, 2002; Shaw, 2002).
Cultural expectations of proper feminine behavior and communication style also
carry expectations of constriction of the female body. Burns-Adolino (2003) explains that
women are taught to restrict their bodies in their interactions with others, to not make
large gestures, to keep their voices soft, to subdue their personalities and overall
presence. In addition, women are encouraged to avoid activities that cause their bodies to
grow muscle that adds strength, stamina, and endurance but also the bulk and mass
associated with masculinity. These actions potentially keep women‘s bodies subservient

38

to men‘s bodies by ‗disabling‘ them. In summation, to be feminine is to render one‘s
body less than its full physical potential.
The culturally constructed relationship of heterosexuality and able-bodiedness
McRuer (2006) introduces a theory of ―compulsory able-bodiedness‖ to describe
the relationship between disability and homosexuality in a heterosexist culture; he coined
this name from the gay and feminist libertarian‘s term ―compulsory heterosexuality‖
which exposed heterosexuality as passing as the natural and therefore only correct
sexuality (p. 1). He notes that ―homosexuality and disability clearly share a pathologized
past‖ (McRuer, 2006, pp. 1-2). He explains that able-bodiedness, ―even more than
heterosexuality, still largely masquerades as a non-identity, as ‗the natural order of
things‘‖ (McRuer, 2006, p. 1). His argument is based on the relationship between the
systems of ―compulsory able-bodiedness‖ which ―produces disability,‖ and ―compulsory
heterosexuality‖ which ―produces queerness‖ (McRuer, 2006, p. 2). He explains that,
―compulsory heterosexuality is contingent on compulsory able-bodiedness and vice
versa‖ (McRuer, 2006, p. 2). Dominant cultural beliefs associate both identities as
mutations of a perceived ideal, good, and natural human identity; ―the most successful
heterosexual subject is one whose sexuality is not compromised by disability
(metaphorized as queerness),‖ and ―the most successful able-bodied subject is the one
whose ability is not compromised by queerness (metaphorized as disability)‖ (McRuer,
2002, p. 94). In short, the normal body, that is heterosexual and able, is assumed to be
inherently better than the queer body; to be queer is to be in some way deficient. Davis
(2001) proposed the idea of using disabled identity as a theoretical umbrella over all
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socially constructed marginal identities rather than drawing specific comparisons
between disability and other culturally constituted identities.
Identity in the sociocultural model
From a sociocultural perspective, our perceptions of ourselves are largely
dependent on how others interact with us within a given social system (Gill, 2001).
Murphy (1990) terms disability ―a disease of social relations‖ (p. 4). Thomson (1997)
expands on this idea; she explains that disability identity is often linked with the terms
―maimed, afflicted, mad, abnormal or debilitated . . . sick, deformed, crazy, ugly, old‖
which result in the devaluing of these bodies (p. 77). Many scholars see fear as the core
of our aversion to bodies defined as disabled. Because disability reminds the general
society of the human body‘s mortality – that it is vulnerable to malfunction and will
eventually break down and die – we assign the term ―physically disabled‖ to certain
bodies rather than understanding physical ability as a continuum which spans from
Olympic champions to the completely immobile (Mairs, 1995; Snynder & Mitchell,
2006; Thomson, 1997; Wendell, 1996). ―The ostracization, marginalization, and distorted
responses to disability are not simply issues of prejudice and denial of civil rights – they
reflect attitudes toward bodily life, an unease in the human skin, an inability to cope with
contingency, ambiguity, flux, finitude and death‖ (King, 1993, p. 73). The dominant
cultural belief places the disabled body on the margin between life and death. Over time,
the constructed relationship between disabled identity and death within a culture compels
people to feel ill at ease in the presence of disability, shunning the disabled body as a
means to avoid a confrontation with their own mortality and eventual demise (Mairs,
1995; Thomson, 1997; Wendell, 1996).
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Disability as culture, diversity, and difference
Some disability theorists propose that the shared identity of physically disabled
creates a minority culture and consciousness and is necessary in order for disabled people
to unite together to resist discrimination (Barnes & Mercier, 2001; Gill, 1995). Barnes
and Mercier (2001) argue that while many disabled people assert that the experience of
disability is unique to each individual and is not a shared cultural identity, ―a shared
disability consciousness and culture‖ needs to be actively pursued because a ―vibrant
disability culture is central to confronting the social exclusion of disabled people‖ (p.
532). Davis (2002) proposes that identity theories that seek to expand the categorical
definitions of modernist discourses by questioning their construction and exposing the
assumptions that surround them reinforce the idea that people can be objectively divided
into groups. Instead he proposes that identity theories strive to transcend boundaries and
join the fluid continuum of disability which can happen to anyone at any time, and will
inevitably happen to everyone on some level if he/she lives long enough. Because of the
fluidity of disabled identity, theorists should look toward disability rather than looking
toward multiracial, bisexual, and transgendered identities to comprehend difference and
diversity.
According to Davis (2001), unlike race or gender, no one is invulnerable to the
onset of disability or the probability of social oppression that follows. He proposes that
disability should be at the center rather than the margins of diversity politics because it
encompasses all forms of diversity and marginalization. He writes that ―disability, by the
unstable nature of its category, asks us to redefine the very nature of identity and
‗belonging to an identity group‘‖ (p. 543). McRuer (2006) refers to Davis‘s argument as
post identity politics. As a sociocultural theorist, McRuer (2006) sympathizes with

41

Davis‘s desire to ―save all of us from the perceived failures of other progressive
movements and [to extend] to queers, people of color, [and] feminists . . . a new and
better way‖ (p. 202). Still, McRuer (2006) does not see the post identity disability
umbrella as an answer to the shortcomings of current sociocultural research and politics
and warns that the identity groups that would join one another under one broad category
of disability are ―more complex and contested than Davis allows,‖ and that the reinterpretation offered by post identity politics would not reconcile these differences (p.
202).
Gill (2001) concurs with McRuer (2006), explaining that unlike hatred for people
of color, gay, or female bodies, ―negative ascriptions based on disability can be
superficially linked to ‗real‘ human differences;‖ impairment-related problems, such as
pain and troubling limitation are part of the disability experience for many individuals
that cannot be linked to social construction‖ under the sociocultural model (p. 365).
According to Gilson and DePoy (2004) the experience of disability varies and appears to
lack a sense of common experience, shared practice, and community found in other
groups. Wendell (1996) explains that the desire to minimize and disregard or to embrace
and celebrate physical differences in order to argue for the social construction of identity
is problematic for disabled bodies because the presence of pain often accompanies
disability. According to Wendell (1996) cultural members‘ perceptions of physical pain
arguably do not alleviate it. In addition, those who experience pain may wish to
transcend or escape the disabled identity rather than embrace it as one may embrace
gender, sexual orientation, race, ethnicity, and other social identities.
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From a sociocultural perspective, disabled identity is largely impacted by the
binary distinction between the valued able body and the devalued disabled body. Still,
while one can draw comparisons between the experience of physical disability and other
marginalized identities, the unique experiences of different disabled bodies cannot be
ignored. Gill (2001) explains, ―By honoring subjectivity and remaining closer to the
experience of disabled persons in their research, disability studies scholars cannot escape
the realization that bodies matter. Whether grappling with pain and the unwanted
limitations of impairment or reveling in the carnal expression of cultural aesthetic
subversion, the disability experience is undeniably embodied‖ (Gill, 2001, p. 369). This
embodiment requires acknowledgement of the differences in experiences which stem
from different bodies located in different contexts (Davis, 2002; Gill, 2001; Wendell,
1996).
Narrative in the sociocultural model
Narratives within the sociocultural model are simultaneously stories from
marginalized persons within a culture and evidence of a cultural construction of
disability. Fougeyrollas and Beauregard (2001) assert that disabled people‘s ―personal
realities‖ within specific contexts are vital to gaining a full understanding of the complex
social system which privileges some identities while marginalizing others, such as the
disabled (p. 191). Disability studies researchers conduct research and spend considerable
time uncovering evidence of discrimination toward disabled cultural members, but they
tend not to invest equivalent energies in listening to and reflecting upon the personal
accounts of physically disabled people (Gill, 2001). Personal narratives can potentially
impact sociocultural perceptions of disability. Disabled people often choose to narrate
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their own stories in an effort to signify their humanity; to communicate that they are not
people to abhor, fear, or admire but human beings with human experiences to which
others can relate (Gill, 2001).
The sociocultural model of disability offers opportunities to confront the
complexities of building relationships and maintaining individuality within a social
context that is not central in the experiential model. According to Ferris (2005) the
disabled narrator faces the task of building a sense of shared human experience with ablebodied listeners while providing insight into the differences one encounters when
identified as disabled. On some level, societal members expect the disabled person to
offer hope, strength, wisdom, and inspiration; to comfort those currently defined as nondisabled, to reassure them that she/he is not angry, resentful, or bitter toward the culture
which marginalizes them (DeMoor, 2005; Frank, 1995; Mairs, 2002). From a
sociocultural perspective, individual narratives can serve to defy this expectation and
illuminate the social construction of identity which marginalizes some members as it
privileges others. Each narrative, while unique, stems from within a shared social system
which esteems the able body and scorns those not granted this status.
Moving narratives from sociocultural construction to performative constitution
In general, narratives offer us a chance to see the humanity of others. We identify
with others through the stories we spin to relate our existences to theirs, taking on the
roles of performer and audience in each interaction. In the disabled person‘s narrative,
both the narrator and the listener confront the fundamental existence of pain and the
mortality of the human body. Some theorists argue that disability is a necessary narrative
in human culture because as a component of humanity, it includes all society members
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whether or not they are were or will be disabled; we have the capacity to respond to
disability with fear, scorn, or pity because disability is human, and therefore accessible to
us (Diedrich, 2005; Kuppers, 2004). ―Stories and their power draw us into the other‘s
experience, into . . . making sense of images that threaten to bring down narrative
structure and narrative itself‖ (Kuppers, 2007a, p. 13). While the disabled body attracts
attention, stares, and questions, it simultaneously seduces with the intrigue and curiosity
which surround forbidden, marginalized, and feared bodies.
Human beings constitute understandings of disability through interactions and
therefore all beliefs and accepted truths are vulnerable to dismantlement and reconstitution in each encounter. This concept of making, remaking, and unmaking of
bodies, identities, and meanings is explored in the performance model of disability. Other
than one group holding power over another, power emerges and is struggled over in each
interaction. From a performance perspective, disability is emergent, constituted through
our embodiment and engrained in our experiences. Still, the meanings of disability are
always subject to change, materializing and rematerializing in our interactions, constantly
reinterpreted and renegotiated.
A Model for This Study: Disability as Performance of Identity
The Day I Learned My Role: To Be an Inspiration
Setting: I‟m twenty-three and in the Disability Support Services
office. My legs have been locking and I keep having spasms when my feet
hit the cold linoleum floor of the bathroom of the residence hall where I
am employed as the graduate assistant. I get self-conscious when I fall in
front of other students who live in the residence hall; it‟s awkward for me.
I am paid to be an advisor and mentor, and given my position, I feel
uncomfortable with the situation. I‟m here at disability services to see if
they can install anything by the sinks to help me maintain my balance, or
if I can have one of the rooms on the first floor that have bathrooms with
less traffic.
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Her: You‘re doing great. No need to change a thing. I‘m comfortable
advocating that things stay just as they are! (She beams a smile at me and
I force one back before trying to explain further.)
Me: Well, I do like my job, but it hurts when I fall and it‘s also awkward.
People stare and I feel uncomfortable. It‘s not really good for my
interactions and relationships with people on a professional level.
Her: It‘s great that they‘re seeing it. It‘s so beneficial for them!
Me: What? (I‟m confused but I try to recover my composure and continue
the conversation) I‘m an employee paid to live in the residence hall, I‘m
not sure this is good for my relationships with the students I‘m supposed
to be advising and mentoring.
Her: It‟s great! They look at you and at first all they see is this skinny
little thing with a pretty face that limps all over the place. But then, they
get to know you and learn how articulate and respected you are around
here. It helps them rethink what they think about disability. (She taps her
head with her finger.) You understand, don‘t you? We need you right
there, in that bathroom. (There is a long pause before I continue.)
Me: Okay. Well thanks for your time. (I leave and never go back to her
office.)
Throughout this study I have included vignettes of my own life, lived through a
physically disabled body. My reasoning for including these snapshots of my past is
twofold. First, it is to situate my identity as the researcher of physically disabled
professionals‘ personal narratives. I am not an outside observer of physical disabled
identity, but move through the world marked as disabled, interpreting myself within a
cultural that marks me as atypical: in need of my femurs to be sawed, spun thirty degrees,
and nailed back together, and my tendons to be snipped, stretched, and stitched back
together. At times, I have interpreted my body through the medical model, ascribing to
regimented physical therapy to combat the signals my brain sends to my muscles,
imploring them to tighten and spasm. Physical disability is a ‗real‘ embodied experience
that demands my daily attention. At the same time, I am a young woman, who is also
interpreted as feminine and educated, an academic, a doctoral candidate. Like the
narrators within this study, I navigate the world through a body marked as deficient and
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esteemed as disabled, educated, and professional, a doctoral candidate in the
communication field. I listen to these stories as an insider. As I co-create meanings in
time and space with the participants, I struggle with them through struggles that I may
potentially interpret as familiar: stories told through bodies culturally categorized as
similar to my own.2
A second reason for choosing to include vignettes of my own life is to provide
some illustration for the emergence of competing models of understanding within cultural
time and space. As cultural members we draw upon the medical, experiential, moral, and
sociocultural models to understand our world, reiterating the meanings that emerge from
them even in our resistance to them. The short narratives throughout this chapter serve to
illuminate the competing models of understanding that we move among and draw upon to
make sense of ourselves and others. They do not cancel out one another but emerge in
tension as humans struggle to understand what it means to be human, embodied in time
and space and within the social, cultural, and historical condition of discourse.
Each of the models discussed offers a lens to see and interpret disability,
highlighting components vital to the understanding of physically atypical bodies moving
through the world. The medical model positions physical disability as a deficiency or
deficit of the body to diagnose and overcome. In turn, it focuses attention on the blood,
bones, muscles, tendons, neurons, and synapses that enable life, and the mortality of the
human body that it seeks to combat. The moral model, in its interpretation of physical
disability as an exposure of an individual‘s deficient character, reveals human beings‘
desire to locate reminders of our mortality in specific bodies deserving of punishment

2

This phenomenon is further discussed in chapter 2 in regards to the methodology of performance
research of personal narrative.,
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rather than facing the inevitability of death. The sociocultural model offers a means to
resist the totalizing judgment of specific bodies that the medical and moral models
facilitate. This model moves attention from individual bodies‘ pathologies and
deficiencies to cultural constructions of reality. In the sociocultural model, meanings
surrounding physically disabled identity are constructed to bestow power, creating an
able-bodied hierarchy by which to privilege some at the expense of others. In its
resistance to the medical and moral model‘s interpretations of physical disability, the
unique lived reality of embodiment is lost.
The experiential model seeks to re-locate physical disability in the personal lived
experience of the physically disabled person. In this model, the disabled person, rather
than the medical expert, is the authority on physical disability. However, in its resistance
to the totalizing effects of both the medical model‘s authority on the nature of physical
disability and the sociocultural model‘s removal of the body‘s significance, the
experiential model disregards the significance of the cultural discourses through which
the physically disabled person comes to understand her or his self in communication with
others. In this study, I analyze the phenomenon of physically disabled professional
identity as a personal embodied experience that is embedded in cultural discourses and
surfaces and re-surfaces in each communicative act. I seek to map how physically
disabled professional identity emerges, is struggled over, is dismantled, and re-emerges in
human interaction. To accomplish this task, I draw upon the performance model to
analyze physically disabled professionals‘ personal narratives as performances of
identity.
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The Day I Chose My Dissertation Topic
Setting: I walk into the bar. My legs are still slightly trembling. The
spasms were bad this afternoon, but they‟ve subsided enough that I‟ve
decided to go out to the graduate student bar, deemed our bar because
it does not have the drink specials of the other establishments in the
area, thereby not attracting the students we instruct. Three graduate
students are sitting at a table, I know them, I consider them my
“going-out friends” we banter whenever we see each other on
Fridays, they rarely see me walk any distance, and after a year and a
half, have never mentioned my limp.
Her: Hey Julie-Ann! Come over. (I walk over and as I sit down my leg
starts to tremble; a spasm is starting)
Him1: What‘s wrong?! Do you need a doctor?
Me: No. I have CP, cerebral palsy. I‘m okay. I‘m used to it. (I smile.)
That‘s why I limp.
Him1: We‘d talked about it before. I mean we noticed it and we
figured it was some kind of sports injury.
Him2: Or maybe a car accident that healed wrong – or maybe it was
still healing. You mentioned you were going to physical therapy once.
I figured you pulled something biking or skiing or something. I mean
you‘re so active, and you look it. I mean you can tell by looking at
you.
Me: Nope, lack of oxygen during birth. One of your more common
neuromuscular disabilities. (I try to catch the waitresses‟ eye to order
a drink.)
Her: Julie-Ann, I had no idea! I‘m so sorry. (She reaches for my arm
and holds my eye contact for a moment – her eyes wide with sympathy)
Me: No worries. They spasm even when you‘re not around. (I smile
and pause, their smiles are a bit strained. It‟s okay, I know the joke
wasn‟t funny, but I‟m ready to move on to a new topic.)
Him2: Julie-Ann, I could never think of you as disabled, I mean
you‘re smart and you‘re so on top of everything. I mean you‘re
impressive (He pauses for a moment.) and you‘re hot. (He offers a half
smile and I smile back. A graduate student trying to flirt is endearing.)
They all nod in agreement, and I think of how I am going to explain to
these seemingly bright, accomplished, educated, tolerant, open-minded
acquaintances of almost two years why I find this conversation
disconcerting. I decide the next day that perhaps physically disabled
professional identity should be the topic of my dissertation.
Corker and Shakespeare (2002) assert that our world is currently caught between
a modern and postmodern condition. While the dominant culture privileges modernist

49

methods of inquiry that set out to uncover knowledge preexisting in our world, the
postmodern perspective resists arguing that ―the subject is not something prior to politics
or social structures, but is constituted in and through specific sociopolitical
arrangements‖ (Corker & Shakespeare, 2002, p. 3). In postmodern perspectives,
knowledge is never ―value-neutral,‖ but socially constructed by human beings with
competing beliefs and agendas (Tremain, 2002, p. 34). So truth, as a social creation, is
vulnerable to reinterpretation in each human interaction.
Narrative performance analysis recognizes the significance of the individual
physically disabled bodies‘ experiences and the cultural discourses in which they are
deeply embedded, drawing upon to understand themselves. Through analyzing personal
narrative as a performance of identity, one can interpret both the intimate experience of a
body as it lives and feels the world, and the cultural discourses through which a body
comes to understand and interpret itself and others. The story of physically disabled
identity is a story of a body and through a body that comes to know itself through its
interaction with other bodies. In turn, the performance model allows a means to hold the
personal experience of physical disability and cultural interpretation of physical disability
in tension, positioning both as simultaneously crucial to the understanding of physically
disabled identity.
A glimpse at the potential of the performance model
As Langellier and Bell (2009) articulate, ―[so] the play, display, and interplay of
performance and performativity offers tentative but always consequential answers to the
processes by which a subject materializes within and against historical conventions and
normative boundaries for bodies and bodies of knowledge.‖ Stories become a means of
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―binding‖ the individual‘s unique experience with that of a culture, remaining aware of
the individual, breathing, embodied identity and the shared identity of a culture (Kuppers,
2007b). Through an enactment of narrative performance analysis I will explore how
narrators in this study socially create meaning through their performances of the ―lived
actuality of disability‖ (Titchkosky, 2002, p. 106). Narrators perform stories and share
experiences lived through their unique bodies marked as disabled. Their narrative
performances are at once intimately personal and socially discursive; they understand
their identities and what it means to be ‗disabled‘ through interaction with other cultural
members all embedded in discourses.
Shildrick (2005) asserts that human beings‘ fear of and fascination with disability
comes not from our beliefs that we could become disabled, but that as human beings,
living in human bodies, this element of the human experience is already part of us, a part
of the mortal blood, bone, and flesh of embodied experience. Drawing upon Shildrick‘s
insights, perhaps our struggle to understand human difference is in fact the struggle to
understand ourselves as embodied, socially acting humans, perpetually in the state of
formation, but never fully formed, always vulnerable to re-interpretation in a future
interaction. Chapter Two will further articulate how narrative performance analysis
facilitates the struggle to understand physically disabled professional identity as a
simultaneous personal and cultural constitution through the analysis of twenty six
personal narratives as performances of identity, posing the questions: (1) What does it
mean to be a physically disabled professional situated in cultural space, time, and
discourse? (2) What are the possibilities to reiterate, dismantle, and transform these
meanings through future interactions?
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CHAPTER 2
MAKING SENSE OF STIGMATIZED AND VALUED IDENTITY: NARRATIVE
PERFORMANCE ANALYSIS OF PHYSICALLY DISABLED PROFESSIONALS
This study enacts a fifth model of disability: the performance model. It is through
this model that I will grapple with the questions: (1) What does it mean to be a physically
disabled professional situated in cultural space, time, and discourse? (2) What are the
possibilities to reiterate, dismantle, and transform these meanings through future
interactions? The neat subject headings that divided the previous chapter cannot easily be
forced upon the performance model. From a performance perspective, truth, power, and
identity bleed into one another, merging and diverging as they surface in human bodies in
interaction. Within the performance model, narrative not only reflects reality but is its
own reality, constituting meaning and understanding in time and space. Physical
disability is at once a personal experience and a shared cultural creation – the experience
of a body through a body in relationship with other bodies. Meanings emerge dependent
on one another, deeply embedded in discourses that both enable and constrain them;
though seemingly fixed, they allude to the possibilities for change in future performances
(Langellier & Peterson, 2004). Performance methodologies stem from hermeneutic
traditions and reach across to critical, postmodern methodological spaces. Performance
inquiries enact critical analyses of oppressive systems in which human are situated,
expose their vulnerability, and offer possibilities for future change. Through its
multifaceted analysis of human beings as cultural participants embedded in discourse
who create meaning performance analysis ―can offer a positive, affirmative response to
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the social, cultural, and historical conditions of postmodernity rather than the negativity
of cynical irony, passive participation in oppressive relations of power, or resignation to
the inevitability and immutability of social systems‖ (Langellier & Bell, 2009). In short,
performance methodologies look to human bodies interacting in time and space to
illuminate the constitution and potential deconstruction of human meanings, identities,
and cultures, connecting discourses of understanding (hermeneutics) and suspicion
(critical) to the discourse of vulnerability (postmodernism) to do so.3
In performance analysis, truth, power, identity, and disability are as transient as
the bodies and narratives through which they materialize: they are fluid, slippery, and
impossible to hold onto as they emerge and re-emerge. Rather than existing apart from us
awaiting discovery, they are formed within our interactions. Power is not possessed by
some and used to oppress others, but is present in all human communication, constituted
and perpetuated in each encounter.4 Truth is not revealed or concealed by certain
individuals but co-created through bodies‘ interactions with one another. As an
enactment of a postmodern methodology, truth results from communication processes;
rather than a means to access truth and reality, communication functions as the means by
which meanings and realities are created (Mumby, 1997, pp. 2-3). Identity is embodied
and participatory, co-created by persons interacting – interpreting others‘ interpretations
of their bodies which they can potentially reiterate and resist in future performances.

3

See Mumby 1997 for a discussion of the discourses of understanding that maintains that “Truth
emerges not out of the application of a methodological tool, but rather out of one’s own enmeshment
and grounding in a particular horizon of experience and sense community" (p. 6); the discourse of
suspicion which analyzes "complex relationships among communication, power, identity, and society" (p.
12); and the discourse of vulnerability that focuses on communication as "discursive struggle" and "crises
of representation" (p. 14).
4

See Foucault’s (1977) discussion of Discourse and Power.
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Butler (1988) explains that from a performance perspective, ―One is not simply a body,
but in some very key sense one does one‘s body‖ (p. 521, emphasis mine). Within the
performance model, each person is at once personally embodied, socially connected, and
discursively situated.
The performance model offers a means to struggle with the phenomena of what it
means to be a physically disabled body across competing models of understanding,
meanings, and values. From a performance perspective, disability is at once personal,
interactive, and cultural; it is embodied, interpretive, and discursive. In performance, the
physically disabled body lives the personal experience of physical pain and restricted
movement that the medical model seeks to diagnose and treat; the physically disabled
body negotiates the social interpretations and judgments the moral model illuminates; the
physically disabled body accesses the personal insights that the experiential model
values; and the physically disabled body participates in creating and recreating the
cultural discourses that privilege able bodies resisted by the sociocultural model. In this
chapter, I explore what a methodology which encompasses the embodied, interactive, and
discursive phenomena of physical disability offers to the study of physically disabled
professionals‘ narratives and how scholarship can access the study of disabled
professionals in ways that honor their performance. In order to situate performance
within communication methodology, it is necessary to briefly sketch the bridge
performance methodologies build across the hermeneutic, critical, and postmodern modes
of inquiry before mapping out a narrative performance analysis for physically disabled
professionals‘ stories of embodied experience.
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Situating Narrative Performance: An Interpretive Critical Postmodern
Methodology
Performance methodologies are interpretive, arising from hermeneutic inquiry
which ―concentrates on the historical meaning of experience and its developmental and
cumulative effects at both the individual and social levels‖ (Polkinghorne, 1983, p. 203).
Performance analyses ask the ―hermeneutic question: ‗what does it mean to be?‘‖ and
focus on the lived experiences of bodies situated in time and space, interacting and
making sense of themselves and others in cultural contexts (Polkinghorne, 1983, p. 224).
As Bowman (1988) asserts, performance attends to ―what happens to us, individually and
collectively . . .‖ (p. 191). In this study, twenty-six narrators tell stories of what
‗happened to them,‘ as individuals and members of those culturally identified as
physically disabled. Questions of interpretation begin but do not complete the goals of
this research project because it also seeks to ask not only what it means to be an
individual person within the time and space of their narrative performance, but what are
the possibilities for the meanings that emerge to be reiterated, dismantled, and
transformed in future performances.
Performance analysis goes beyond tracing individuals‘ experiences and
understandings through which they come to ‗be‘ and ‗know‘ themselves and others in
historical contexts. As Bowman (1988) goes on to articulate, this approach also
illuminates ―. . . when culture is constructed, affirmed or challenged, reinforced or altered
by means of performance‖ (p. 191). In its calling attention to culture as an ongoing
creation of human interaction, performance research can potentially ―generate enough
noise to attack the vulnerability of the system‖ it exposes as marginalizing to cultural
members (HopKins, 1995, p. 235 as cited in Langellier & Bell, 2009). In this study, I
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apply performance methodology to the personal narratives of physically disabled
professionals. As the researcher I ―. . . attend to the bodies of participants as well as the
bodies of knowledge, to the materiality and situationality of narrative practices, and to the
ordering of multiple discourses that operate in multilevel strategies and tactics‖ (Peterson
& Langellier, 2007, p, 212). Performance goes beyond hermeneutic interpreting
experience to situating them in the discursive struggle over meaning in communicative
acts. As a postmodern methodology, performance research attends to the vulnerability of
meanings that emerge from embodied interactions and to the potential for these meanings
to change through future interactions. In order to enact this analysis, it is imperative to
articulate the embodied, interactive, and discursive nature of a performance methodology.
Narrative performance as embodied
Performance prioritizes the body that constitutes meaning in time and space. The
embodied attributes of the performance model draw upon interpretive traditions such as
existential phenomenology, which is ―philosophically grounded on the carnal, fleshy,
objective foundations of consciousness as it engages and is transformed by the world‖
(Sobchack, 2004, p. 2). Phenomenological perspectives emphasize the body‘s role in the
creation of personal and cultural truth, power, and identity; all of which are contingent
upon the living human tissues that allow us to experience our world – to feel, see, hear,
smell, and touch and to be felt, seen, heard, smelled, and touched.5 As Merleau-Ponty
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Husserl, the founder of phenomenology, sought to create a research philosophy that offered a
means to describe lived experience rather than to analyze or explain it. Phenomenology in many ways
“existed as a movement before arriving at a complete awareness of itself as a philosophy” (MerleauPonty, 1964/2005, p. viii). Husserl arrived at the methodology in his quest for an alternative to the goals
of modernist, positivist inquiry in which researchers sought to uncover preexisting truths which explained
all phenomena. He sought instead to locate a truth that described and interpreted human conscious
experience. Husserl’s phenomenology is referred to now as “transcendental phenomenology” because it
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(1964) articulates, ―The enigma is that my body simultaneously sees and is seen. That
which looks at all things can also look at itself and recognize, in what it sees, the ‗other
side‘ of its power of looking. It sees itself seeing; it touches itself touching; it is visible
and sensitive for itself‖ (reprinted in Kearney & Rasmussen, 2001, p. 290). From a
performance perspective, some body performs narrative; and all meaning and
understanding emerge from bodies in performance, interacting and making sense of
themselves and the world through their embodied experiences (Langellier & Peterson,
2004).
Within the time and space of narrative performance, each storyteller and listener
is ―at once, both an objective subject and a subjective object: a sentient, sensual, and
sensible ensemble of materialized capacities and agency that literally and figuratively
makes sense of, and to, both ourselves and others‖ (Sobchack, 2004, p. 2). It is through
performing ourselves in relation with others that we continually become who we are;
embodiment is not ―a voluntary activity‖ but essential to all human identity and
understanding (Langellier & Peterson, 2004, p. 146). Narrative performance is the
inescapable result of embodiment; it is our bodies living with one another in the world,
drawing upon the past, mapping the present, and creating possibilities to be realized in
the future. Narrative is also arguably a precondition of our embodiment, for it is through
our interactions with others that we come to understand the bodies that live the narratives
desired to transcend human experience and to “suspend the ‘natural’ attitude in which human beings
assume that what is given to them corresponds to a world outside of them, or to an order fully articulated
by reason” (Verbeek, 2005, p. 109). Performance as a method follows from Merleau-Ponty’s existential
notion, arguing that rather than transcending reality, we are embodied, situated, and moving within the
world through our bodies. “Merleau-Ponty begins with the negative claim that the body is not an object.
It is condition and context through which I am able to have relation to objects. It is both immanent and
transcendent” (Grosz, 1994, p. 86). We cannot have a consciousness, intellect, or beliefs about the world
without our bodies.
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we tell to one another. Personal narratives emerge within our daily performances, a
means by which we co-constitute meaning and identity through our bodies and with other
bodies. ―Performing narrative is not a cognitive or reflective process for which the body
is a container . . . before performing narrative is conceived or represented, it is lived
through the body as meaningful‖ (Langellier & Peterson, 2004, p. 9). In the narrative
performances of physically disabled professionals, the narrator is at once the storyteller
and the embodied story of physically disabled identity (Frank, 1995). It is through their
embodiment that they know physical disability and co-create it with an audience in the
time and space of performance. Within the personal performance of physical disability is
both an intimate bodily experience: (tight, spasming, and/or paralyzed muscles; brittle
bones, wheezing lungs, scarred vocal cords) and also a shared social, cultural, and
historical experience in which the listener participates in the creation of what it means to
live through a body marked as disabled.
Narrative performance as interactive
While performance is personal, the act of a body told through a body, it is also
interactive – a making of meaning between bodies. ―One is always doing with or for
another. Even if the other is only imaginary‖ (Butler, 2004, p. 1). So while performance
is embodied, it is also the exchange between bodies, an interactive act of constituting
identity, understanding, and reality in a shared space. Within personal performances of
identity, the narrator performs her- or himself as situated within the world and with
others. From a performance perspective, the narrator strategically tells a story in a
particular way to a particular audience, creating meaning through enacting the
relationship of storyteller and listener (Peterson & Langellier, 1997). According to
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Riessman (2008) performance approaches share a commitment to the ―construction and
performance of identities – which is central to narrative inquiry‖ (p. 137). Reality is
created, not simply reflected, through narrative performance. Because ―persons are reauthoring their lives … entering into stories, taking them over and making them their
own‖ (Park-Fuller, 1995, p. 66), as storytellers they are not simply articulating who they
are but struggling with their audiences to make sense of themselves. In fact, in a
storyteller‘s conscious performance of a personal narrative she or he is perhaps
experiencing a particularly reflexive moment, acutely aware of her or his identity as an
emerging performance for and with an audience (Park-Fuller, 2000).
Together, the narrator and audience co-constitute meaning and understanding,
struggling together to make sense of themselves, each other, and the world in which they
are situated. Within this narrative space, I am the present listener, the co-constitutor of
physically disabled identity in the interactive exchange of narrative performance. In this
sense, I am not simply the interpreter of a story but participate in the story told, a coconstitutor in meaning-making. My participation stems from the narrator‘s and my
interpretations of one another in the time and space of the narrative performance. The
narrator and I draw upon the competing models of understanding, citing and re-citing our
meanings of physically disabled professional identity. In performance research, one is
not analyzing identity, but participating in the ongoing formation of identity.
Narrative performance as discursive
The interactivity of narrative performance leads to the next attribute – that
performance is not only personal and interactive but culturally collective and discursive.
The performance model draws upon and extends beyond the medical, moral, interpretive,

59

and sociocultural models. The individual bodies that are diagnosed by the medical model,
judged by the moral model, and uniquely accessed in the experiential model are also
simultaneously situated in a culture that materializes deeply embedded meanings cited in
the sociocultural model. However, rather than the dominant able-bodied society holding
power and stripping the physically disabled body of agency and marginalizing it, within
the performance model power may be disrupted as it emerges through communicating
bodies (Langellier & Peterson, 2004). Power becomes tangible through our
performances, the interactions of our bodies with one another in shared cultural space, a
process which is articulated through the concept of performativity.
Performativity and identity in discourse
Butler (1988) defines performativity as ―a stylized repetition of acts‖ through
which we reiterate shared cultural meanings and understandings. Performativity is never
confined to one interaction but materializes across interactions. As Strine (1998)
explains, ―[p]erformativity must be understood not as a deliberate ‗act‘ but rather as the
reiterative and citational practice by which discourse produces the effects that it names‖
(p. 314). Each unique performance cites past performances, reiterating past truths and
understandings. Past performances enable us, offering the conventions others have used
and re-used that we cite, even in our struggle against them. The reiteration and citation of
practices, beliefs, and meanings compel some socially constituted realities to be so deeply
embedded and widespread through a culture that they become obvious, even natural to
the culture‘s members. They become shared cultural narratives, ―lodge[d] . . . so fully in
collective memory‖ that they become ―points of ongoing reference and return‖ (Pollock,
2006, p. 93). Foucault (1971) refers to these shared cultural stories as ―major narratives,
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told, retold, and varied, formulae . . . ritualized texts to be spoken in well-defined
circumstances, things said once and conserved because people suspect some hidden
secret or wealth lies buried within‖ (cited in Crowley & A. Gavin, 2000, p. 234). From
this perspective, models of understanding outlined in Chapter One exist through the
disciplining of our bodies to perform within familiar systems of rules, reiterating major
narratives about the disabled body. For example, ―the voice of medicine‖ which is
perpetuated through the medical model is reiterated not only by doctors and other
medical experts but also across cultural interactions in which persons seek to make sense
of their bodies‘ health and abilities (Mishler, 1984).
Despite their familiarity and reiteration, performances have the potential to
disrupt even the most deeply embedded meanings. Performativity emphasizes the
―intelligibility of bodies – the codes and conventions that make some bodies worthy and
legitimate‖ (Bell & Blaeuer, 2006, p. 17). Performance is the materialization of
performativity through human bodies; the means by which we ―become who we are‖
momentarily, our personal truths and identities only real to the extent we perpetuate them
in discursive struggle (Fassett & Morella, 2008, p. 141). Discourses are not fixed but
sites of constant ―contestation of meaning‖ (Mills, 1997, p. 16). Performance potentially
highlights this contestation, revealing the fragility of that which is often interpreted as
steadfast.
Performance acts function as ―a cultural means of objectifying and laying open to
scrutiny culture itself‖ (Bauman, 1992, p.47). This scrutiny goes beyond the critique and
resistance that critical methods offer. Rather, within postmodern methodology,
performance analyses place communicative interaction at the center of the creation of
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truth, reality, knowledge, and identity. And that which is created by communication can
also be dismantled by it, no matter how deeply embedded it is in cultural discourses. In
this way, the embodied interaction of all human beings, including storytellers and
listeners, is the co-creation of reality laden with the opportunity to create new meanings,
to materialize new performativities through performances that can potentially alter the
discourses through which we constitute our cultural truths, identities, and understandings.
Analyzing personal narratives of physically disabled professionals
To analyze the personal narratives in this study as performance demands an
acknowledgement of disability and professional identity as simultaneously embodied,
interactive, and discursive. Disability, like all constituted identities used to categorize
and organize humans, is situated within bodies, within situated relationships, within
cultural discourses. As cultural members we draw upon cultural understandings,
materializing performativity within culture and (re)performing the models of identity and
master narratives of disability through which disabled identity emerges. Narrative
performance methodologies offer a means to explore the ongoing negotiation of identity
personally, interactively, and culturally.
Conquergood (1991) explains that a performance perspective potentially
illuminates the ―unfolding human condition‖ through which one negotiates ones‘ own
identity within cultural understandings (p. 179): ―The performance paradigm privileges
particular, participatory, dynamic, intimate, precarious, embodied experience grounded in
historical process, contingency, and ideology‖ (p. 187). From a performance perspective,
disability is a lived experience and a cultural constitution that one can reject, resist,
embrace, and assign to her own and others‘ bodies. This analysis offers a means to
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understand and interpret disability not simply as a deficiency of particular bodies but as a
human identity, created, lived, referenced, dismantled, and re-created through interaction.
Disability is a personal experience and a co-constitution of culture. In narrative as
performance, individuals negotiate how disability emerges and re-emerges in their own
lives through performances of their physical bodies embedded in cultural discourses.
Langellier (2001) describes the performance of personal narrative as "a story of
the body told through the body, which makes cultural conflict concrete" (p. 151).
Performance researchers of narrative have grappled with the struggle to perform identity
through bodies marked by cancer (Langellier, 2001; Park-Fuller, 2000), pregnancy and
childbirth (Pollock 1999), and bulimia (Scott, 2008). In essence, the told (the embodied
story of a cultural identity situated in discourse) is constituted in the telling of the story
(an interactive performance) that potentially exposes, reinforces and dismantles the
(culturally created) discourses from which meanings emerge (Mishler, 1995).
The narratives within this study were audio-recorded, allowing for the prolonged
reflection and analysis of the constitution of identity through performance. The personal
experience, shared narrative exchange, and cultural conflict surrounding physically
disabled professional bodies is captured within a situated time and space of the narrative
performance act. The recording, transcribing, and analyzing allow the tracing and
retracing of the materialization of bodies‘ personal, shared, and cultural identities and
offers possibilities for future reiterations and dismantlement.
Audio-recordings do not halt the continuing (re)formation of self and culture. The
identities of the participants, and of me, their listener, have already evolved from the
initial narrative act. Our bodies have moved through different moments, materializing
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and re-materializing performativity as we engage in new performances with different
bodies situated in discourse. In addition, as future readers interact with the narratives
included in this analysis, new meanings potentially surface, continually offering
possibilities for future performances. The performances analyzed in this project are the
stories of bodies engaged in a struggle to do human identity. This project analyzes this
ongoing process of doing through enacting a performance analysis of physically disabled
professionals‘ personal narratives.
Method: Narrative Performance Analysis
This analysis grapples with how 26 humans make sense of physically disabled
professional identity through telling stories about what has happened to them. From a
performance perspective, ―stories don‘t fall from the sky, (or emerge from the innermost
‗self‘); they are composed and received in contexts – interactional, historical,
instructional, and discursive – to name a few‖ (Riessman, 2008, p. 105). The stories that
emerge are taken from the ongoing stream of the narrators‘ experiences, sectioned off as
meaningful, and performed within the time and space of research interviews. They are
interactional in that the narrator performs her or his story for me. They are historical in
that the narrator performs from a unique moment in a particular time and context, situated
within cultural discourses through which she or he struggles with societal members to
interpret what it means to be physically disabled and a professional. They are
instructional, in that they assert an interpretation, a means to make sense of human
situation and experience. They are discursive, in that they are created through
communication, are embedded in socially constituted discourses that enable and constrain
them, and are vulnerable to dismantlement.
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The analysis is at once an interpretation of unique personal experiences and a
materialization of cultural discourses that remain intact only through their reiterations.
Langellier and Peterson (2006) remind us that "personal narrative is always situated,
rooted in settings and circumstances, always subject to ground rules of narrative and
performance – in a word, constrained" by the discourses that facilitate their
materialization (p. 159). The manifestation of discourses leaves them subject to
dismantlement and reinterpretation: ―the danger of performing narrative is that by doing
something in a discourse this is neither uniform or stable, we risk changing the bodily
practices and the material conditions in which they are embedded: what is done can be
undone‖ (Langellier & Peterson, 2004, p. 25). In this analysis, I take Riessman‘s (1993)
five methodological steps to narrative analysis (attending, telling, transcribing,
interpreting, and reading) and adapt them to a postmodern performance analysis. This
method maps how narrative performance scholars make sense of physically disabled
professional identity as cultural identity situated in discourses, draw attention to socially
constituted systems of meaning and understanding, and call attention to the
materialization of performativity within human bodies‘ interaction, rendering even
meanings deeply embedded in discourse open to re-making.
Attending to physically disabled professionals‟ narratives as performances of
identity
In this study, I apply Riessman‘s (1993) steps of narrative analysis to 26
physically disabled professionals‘ narratives as performances of identity. As Riessman‘s
(1993) steps do not have a performance focus, I articulate and extend each step to
enhance its embodied, interactional, and discursive features. According to Riessman the
narrator must first attend to her or his experience. From a performance perspective,
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―bodies harbor knowledge about culture, and that performance allows for the exchange of
that knowledge across bodies‖ (Olomo, 2006, p. 339). The narrator attends to experiences
she or he associates with physical disability from the stream of her or his past, present,
and ongoing life. Embodiment constitutes disability. The narrator experiences physical
restriction, sores, chronic pain, paralysis, shortness of breath, and/or fatigue. Narrators
also experience the interpretations and reactions of others. These physical experiences
impact how they perform identity in daily life, what performances they engage in, and
how they interpret others‘ performances. This analysis focuses primarily on the
embodied performance of disability in professional contexts and spaces, asking the
question ―how ‗physically disabled professionals‘ make sense of ‗physically disabled
professional identity‘ through narrative performance?‖ In order to analyze how the
participants make sense of physically disabled professional identity, both ―physical
disability‖ and ―professionalism‖ must be defined for the purpose of this analysis.
Defining professionalism and disability for the purposes of this study
Many analyses of disabled bodies and institutions center on the
institutionalization of psychologically and mentally disabled bodies in asylums, poor
houses, hospitals, and even death camps (Davis, 2002; Foucault, 1961; Goffman, 1963;
Ravaud & Stiker, 2001). The bodies within this analysis interact within institutions but
they are not institutionalized. Instead, each participant is identified as a professional with
expertise, privileged by the perceived value of her or his education, experience, and skill.
Allan (2008) explains, ―The discourse of professionalism is supported by the broader
discourse of enlightenment humanism that privileges autonomy, reason, and progress as
the means of achieving human rights and freedom‖ (p. 119). Discourses of enlightenment
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seek to separate the mind from the body, valuing and privileging the mind‘s ability to
reason over the body‘s visceral experiences (Prado, 1995). To become professional, one
needs to learn to control and discipline one‘s body to the point that it becomes irrelevant
and, in turn, not a barrier to the mind‘s ability to perform competency and reason.
Sexuality, sexual orientation, race, ethnicity, social class, and (as this analysis argues)
bodily dis/ability, are dismissed as irrelevant and expected to not function as distractions
within professional performance. Learning to discipline one‘s body begins in childhood
as one enters educational institutions so that by adulthood, controlling one‘s body
becomes part of her or his identity as an adult, professional subject, and cultural member
(Foucault, 1977).
Pillow (2003) argues that despite the perceived irrelevance of the body in
dominant professional discourses, institutional polices are all about bodies – controlling,
regulating, shaping, and (re)producing bodies (p.146). The term (re)producing references
the citation and reiteration of the constituted professional body. The professional body‘s
constitution depends on co-constitution, that is, of others performing professional identity
and acting as audiences, giving feedback to performances as they reference past
performances. Professionalism is not preexisting or natural but a human constitution, and
it only exists as it re-materializes through interactions. Performance analyses challenge
dominant professional discourse through the emphasis that ―some body performs
narrative,‖ even as professional performance strives to render the body irrelevant and
invisible (Langellier and Peterson, 2004, p. 8, emphasis mine). The participants within
this study are arguably in constant negotiation of the significance of their bodies in daily
performances of professionalism because their bodies draw attention from others in
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cultural spaces in which dominant discourses assert the irrelevance of the body. Their
bodies are potentially stigmatized, marked different, deficient, disabled: a term I will
define within cultural discourse for the purpose of this research.
Drawing upon the definitions set forth by the World Health Organization‘s
International Classifications of Impairments, Disability, and Handicaps in 1980, Gilman
(2004) articulates an attempt to understand human ability through the distinction between
impairment, disability, and handicap. The term impairment references the medical model
that interprets physical disability as a human pathology: ―[i]mpairment is an abnormality
of structure or function at the organ level‖ (p. 15). The term disability provides a bridge
between the medical and experiential models. Described as a ―consequence of such an
impairment,‖ disability communicates that an impairment is localized within and impacts
the experiences of particular bodies (p. 15). The term handicap provides a second bridge
between the medical model and the sociocultural and moral models. Handicap is defined
as ―the social consequence of an impairment and its resultant disability,‖ acknowledging
that cultural beliefs and judgments of disability can lead to barriers and disadvantages for
those defined as impaired or disabled (p. 15). Throughout theses definitions, the medical
model remains central to the comprehension of disability, the foundation on which all
other models are built.
The participants perform their identities through bodies that lived through being
diagnosed, treated, affirmed and criticized, and through these performances, interpret
what it means to be physically disabled professionals. The research interview is another
of the many performance spaces throughout the participants‘ existence in which she or he
embodies professionalism and disability with an audience. In this context, the participant
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is the authority, and she or he functions as the storyteller, guiding me, the listener, in the
co-creation of her or his professional disabled identity. Each of us brings past
understandings of physical disability and professionalism to the performance, citing,
reiterating, negotiating, dismantling, and re-constituting them in the performance space
embedded in discourse.
At times, the participants‘ performances blurred the culturally familiar
constitution of professional and private. Some narrators intertwined stories of intimate
and sexual experiences in their struggles to perform what it means to be disabled across
cultural spaces. These portions of the narratives serve as a reminder that our bodies live
through many acts in which we negotiate and re-negotiate who we are. Each performance
of identity potentially draws upon multiple past performances in which we embodied
varying, and often competing, cultural roles across spaces and contexts. In turn,
narratives of professional disabled identity are informed by meanings and understandings
gained from performances deemed ‗unprofessional‘ or ‗private‘ by dominant cultural
discourses.
Participant selection and recruitment
As Butler (1990) and McRuer (2006) assert from a performance perspective,
physical disability and professionalism (like all identity categories) are fluid terms. For
the purpose of this study I drew upon the medical model and modernist categorization of
professional and disability in my selection of participants in order to struggle with and
against dominant cultural understandings of professionalism and physically disabled
identity. In participant recruitment, I included any person who self-identified as
physically disabled and/or who experienced others identifying her or him as disabled
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within a professional environment. I defined professional environment as any
occupational space in which the individual held a level of expertise, specialized ability,
and/or authority. Participants were recruited via a call placed on the Society for
Disability Studies member and graduate student list serves. I also distributed information
about the project at the Disability Caucus at the National Communication Association.
These listserves allowed me to connect with a ride range of physically disabled
professionals from across the U.S. without directly contacting individuals who may as a
result feel coerced to participate (See Appendix B). Interested participants and my
colleagues also forwarded information to potential participants who then contacted me
for interviews. I conducted interviews from May, 2007 to July, 2008. This sampling
method allowed me to include physically disabled professionals from across the United
States. However, this self-selected participant pool lacked diversity in both race and
sexual orientation.
Disability, like all constituted identities used to categorize and organize human
bodies, is situated within bodies, within relationships, within cultural discourses. As
cultural members we draw upon cultural understandings, materializing performativity
within culture and (re)performing the models through which disabled identity emerges.
Each participant grappled with what it meant to be disabled personally, interactively, and
culturally. In the midst of conducting interviews, I realized that I needed to revise the call
for participants from those who ―identify themselves as physically disabled‖ to those
―who identify themselves as physically disabled and/or who experience others identifying
them as disabled‖ (see Appendix A). This change in language became necessary when a
participant explained that while she did not consider herself to be physically disabled,
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others interpreted her as disabled despite her resistance, which greatly influenced her
daily life. She immediately situated her body as simultaneously personal, interactive, and
cultural. She understood her own understanding of her body to be in opposition to those
with whom she interacted as they and she drew upon cultural texts to make sense of her
body.
The identities of participants remain confidential because telling one‘s story of
being a physically disabled professional risks compromising one‘s relationship with one‘s
colleagues and supervisors. To protect the participants‘ identities, the audio recordings
and transcriptions will remain under lock and key indefinitely. Portions of the interviews
are included in the final analysis, and only I viewed the transcriptions in their entirety. I
excluded all identifiable data (names, locations, physical descriptions of themselves or
others included in their narratives, etc.) from the final transcriptions in order to protect
the confidentiality of their identities from potential readers. Each participant received a
copy of the consent form for this study in writing before agreeing to participate in the
interview. The information included in the consent form contributed to the ―attending‖
portion of Riessman‘s (1993) narrative analysis process in that the participants read it
before attending to their experiences of physically disabled and professional identity.
The 26 participants are from 14 different states in the U.S. The participants are
professors, administrators, designers, pastors, managers, directors, and so on. Their
bodies range in ability. Some live with chronic fatigue and pain but no visual markers of
disability. Others have shortness of breath, stiffness, swelling, sores, or partial paralysis.
Still others move with the assistance of a wheelchair. See the below chart for reference of
narrators‘ pseudonyms, professional titles as defined by the institutions at which they are

71

employed, and their physical disabilities as defined by the medical model.6 For further
information regarding participant demographics, please see Appendix D.
Table 2.1 Participants‟ Pseudonyms, Professional Titles, and Medical Diagnoses
Name
A Alvin

Professional Title

B Beatrice

Professor of Political
Science
Professor of Theatre

C Corinne

Web Design Specialist

D Dierdre
E Ernest

Professor of Sociology
University Administrator
of Campus Accessibility

F Farrah

Disability Rights
Advocate
Professor of Physical
Therapy
University Administrator
of Student Services
Pediatrician

G Greg
H Herman
I

Ingrid

J

Jesse

K Kale
L Larry
M Margaret
N Nora
O Olivia
P Patty
Q Quinton
6

University Administrator
& Disability Studies
Instructor
Professor of Media
Studies
Methodist Pastor

Physical Disability / Medical
Diagnosis
Stroke effects speech and movement of
arms and legs; uses a wheelchair
Bone growth disorder causes atypical gait
and height
Fibromyalgia causes joint, muscle pain,
and fatigue
Polio causes paralysis; uses a wheelchair
Diving accident caused paralysis of legs
and partial paralysis of arms and right
lung; uses a wheelchair
Cerebral palsy causes atypical gait and
impairs balance.
Cerebral palsy restricts movement of legs;
uses a scooter
Farming accident caused quadriplegia;
uses a wheelchair
Bone growth disorder impacts height and
causes bones to break easily; uses a
wheelchair
Congenital club foot; has an atypical gait

Degenerative disease limits movement of
limbs and torso; uses a wheelchair
Degenerative disease limits movement of
limbs and torso; uses a wheelchair
Park Services Director and Sledding accident caused paraplegia; uses
Daycare Provider
a wheelchair
Director of Continuing
Polio causes an atypical gait
Education
Physical Therapist
Cerebral palsy causes atypical gait
College Instructor of Math Thoracic outlet syndrome causes chronic
pain in hands, arms, back, and neck
Professor of Social Work
Accident caused one leg to be paralyzed;

In an effort not to privilege the medical model I did not ask participants to define their bodies in
accordance with the medical model. All physical descriptors are based on unprompted content within
their narrative performance.
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and Disability Studies
R Rhonda

S

Sarah

Uses both crutches and a wheelchair
depending on his changing mobility.
Rheumatoid arthritis causes chronic pain
Tableand
2.1need
(Continued)
for several medications

Museum Curator and
College Instructor of
History
Professor of Social Work
and Disability Studies

T Travis

Health and Safety Officer

U Ulmer

Architect

V Victor

Independent Living
Center‘s Recreation
Director
Professor of Plant Soils
and Environmental
Science
Anesthesiologist

W Wendie

X Xavier
Y Yann
Z Zeb

Manufacturing Plant
Manager
Physics Laboratory
Coordinator

Back injury and onset of virus cause
atypical gait, compromised balance, and
partial facial paralysis
Degenerative neurological disorder causes
paralysis of arms and legs; uses an electric
wheelchair
Climbing accident caused paraplegia; uses
a wheelchair
Tumors on spine caused paraplegia; uses a
wheelchair
Back injury causes chronic pain and
difficulty sitting for extended periods of
time or carrying things
Polio as a child caused lower body
paralysis; uses a wheelchair
Emphysema restricts breathing
Congenital amputee; uses a prosthetic
lower leg

The participants, like all people, move among a continuum of physical ability. Yet
each is designated as physically disabled, a stigmatized identity marked as lacking. In
essence, all of us will become disabled if we live long enough because the mortality of
the body causes it to break down and die (Davis, 2002; McRuer, 2006). Others may
experience these phenomena in daily life yet are not identified as physically disabled by
either themselves or others. When taking this into consideration, drawing a line at a point
on the continuum of ability to designate some as pathological and deviant and others
normal reveals a constituted cultural binary, not a natural phenomenon uncovered
through medical progress. McRuer (2006) explores the cultural distinction between
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disabled and able bodies through an application of Bulter‘s (1990) analysis of gender
identity as performance.
Butler (1990) argues that gender identity is fluid and that the binary between
heterosexuality and homosexuality is constructed to compel the performance of
‗compulsory heterosexuality.‘ Through perpetual reiteration, the performance of
heterosexuality grows so pervasive throughout culture that it is perceived as preferred, of
value, and the natural order of things. In contrast, performances of homosexuality are
marked as deviant and pathological. This distinction is arbitrary and only exists, like all
identity categories, to the extent it is performed, cited, referenced, and re-cited so that it
remains deeply embedded in shared cultural belief and consciousness. McRuer (2006)
draws upon Butler‘s work to create the same argument for physical disability. He coins
the term ―compulsory able-bodiedness‖ to offer insight on why a binary exists on the
continuum of physical ability, designating some as disabled and therefore deviant,
unnatural, and in need of accommodation. Within this study, the narrators performed
their identities within this constituted binary, negotiating it in their performances of an
identity in contradiction, both valued for their expertise and devalued as physically
disabled.
Telling stories as performances of identity
The telling phase of analysis consists of the actual interview. From a performance
perspective, a story is ―interactively (dialogically) produced and performed as narrative,‖
so that as the listener I am a participant in the meanings that emerge through the narrative
act (Riessman, 2008, p. 105). ―Storytelling is restricted in that it takes an audience to
make it happen, and storytelling is facilitated in that the storyteller can draw upon the
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shared language, history, and culture of the audience in order to tell a story,‖ thereby
making the telling of a story at once dialogic, interpretive, and political (Langellier &
Peterson, 2004, p. 14). In performance analysis, the telling of the story is a tale of
performance created by two bodies engaged in interactions; ―the investigator becomes an
active presence in the text‖ that is the subject of analysis (Riessman, 2008, p. 105). In
short, the context of the telling of a story is vital to performance research of personal
narrative.
Creating a research context for performing narrative
Each interviewee chose a setting where she or he would be most comfortable
telling her or his story. According to Conquergood (1991), ―the performance paradigm
insists on face-to-face encounters instead of abstractions and reductions‖ (p. 189). In her
introduction to Conquergood‘s (1991) highly influential essay on performance
ethnography, Madison (2006) explains, ―performance demands that the researcher‘s body
must be cotemporally present and active in a dialogical meeting with the Other – this is
co-performance” (p. 349). Madison goes on to articulate that toward the end of his life
Conquergood ―was adamant that we displace the notion of participant-observation with
the more precise, body invested, and riskier term ‗co-performance‘‖ because ―for
Conquergood, ‗observation‘ connotes an arrogance of seeing and judgment that coperformance refutes in its being in doing with the Other in a more interactive
engagement‖ (p. 349). Conquergood‘s sentiments are directed toward ethnographers
studying members of a culture, yet the sentiment translates to performance research of
personal narratives: I do not observe a narrative performance as a passive, uninvolved,
objective listener but engage with the narrator in the struggle to create meaning situated
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in cultural discourse. The story that emerges is a co-production of the narrator and me
which illuminates the discourses upon which we rely and struggle against in our creation
of meaning. Our communicative interaction (like all communication) creates reality
rather than only reflecting, interpreting, or critiquing it.7
In order to be a present, interacting audience for each performance rather than a
more detached audience via the telephone or written word, each interview was conducted
face-to-face and lasted between 45 minutes and three hours. Each narrator had an actual
listener (me) with whom they could see and engage. I was able to give visible feedback
and we could witness one another‘s expressions and physical movement in our
performance encounter. Most often, I went to the participant‘s home or office. Four
interviews took place via a webcam in which I sat in my office or a private room in the
University of Maine library and the participant spoke to me either from their office or
home. Three interviews took place in a secluded portion of a hotel during an academic
conference, one took place in a hotel room, and another in a quiet room in a coffee shop.
Attending to story as a narrative researcher
Riessman (1993) instructs narrative researchers to "ask open-ended questions‖
and listen with only the least amount of interruptions and questions (p. 34). Comments
during the interview should primarily be the repeating the narrator‘s words. The narrator,
not the interviewer, structures the interview (Hawkins, 1989; Seidman, 1998). For this
reason I encouraged the participants to share any experiences they interpreted as
meaningful to them and influential in their perceptions of their personal and professional
identities. I phrased each question to promote the telling of stories, not the recounting of

7

For more discussion on communication as the creation of reality, see Mumby (1997) in note ii.
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facts. I used phrases such as ―could you describe,‖ ―tell me about the experience of,‖
and ―how did being physically disabled affect …‖ (see Appendix B). Their embodied
performances are situated within the context of a performance analysis of storytelling.
This study moves beyond the comparison of a personal story to a past occurrence in the
narrator‘s life, to an analysis of ―the larger and more crucial issues of power and political
consequences of specific narrative performances and practices‖ (Langellier & Peterson,
2004, p. 30). The participants‘ narrative performances emerge within a Communication
Doctoral Thesis interview on the University of Maine campus. They told their stories
aware of my focus as a researcher interested in their personal narratives as performances
of disabled identities.
Park-Fuller (2000) describes the construction of the identity that happens during
the narrative act as ―narratization,‖ the creative constitution of identity that takes place
within the narrator-audience dynamic. When engaging in narratization one is not telling a
story about her or his intact or complete identity. Rather, one is forever unfinished
becoming who she or he is in time and space. The goal of the researcher is not only to
interpret the narrators‘ meanings but also to analyze ―. . . the struggle to meanings and the
conditions and consequences of telling a story in a particular way‖ (Langellier, 2001, p.
151). In this case, the participants are disabled in a world which privileges the ablebodied. With this knowledge, they may minimize their experiences, leave details out,
emphasize that disability does not affect their daily life, or focus on others‘ reactions in
the narrative rather than their own difficult experiences and feelings. A performance
perspective of a narrative performance of identity acknowledges who the narrator is and
the contexts in which her performance of identity is situated and seeks to ―sketch the
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complexities‖ of physical disability (Diedrich, 2005). How the narrator‘s identity as a
physically disabled person in an able-bodied culture constrains her narrative performance
is a central question of the analysis.
A physically disabled researcher as physically disabled identity’s audience
In essence, one is always performing for a perceived audience, whether real or
imaginary (Butler, 2004). In the narrative interview space, the performance is a conscious
act. The storyteller (the participant) and listener (myself, the researcher) engage together
in a performance of identity. Together we enter into the ―personal, and yet ambivalently
owned activity of living through and with discursive formations, shaping selves, bodies,
and minds‖ (Kuppers, 2007a, p. 23). As the narrator‘s audience, I not only listen to but
participate in the formation of the identity. The narrator and I both perform ourselves and
engage in the continuing process of becoming who we are and constituting meaning and
understanding within the time and space of the narrative act. Within each narrative
performance I was the solitary listener, participating in the narrative performance of a
physically disabled professional body to a physically disabled professional body.
In this analysis, the bodies performing narrative are physically disabled, situated
in a personal struggle to successfully perform and re-perform professional identity in
their daily lives. A performance perspective acknowledges the space in which the
performances take place. Riessman (2008) reminds us that in performance analysis, one
must closely attend to the researcher‘s dynamic role in the process of an interview. Not
only do the interpretations emerge from my personal understandings, experiences, and
identity, but my presence as the physically present interviewer and audience influences
the performance of the participant as they are adapting their narrative performance, as all
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narrative performances, to their perceived audience. The confidentiality of these
interviews and the researcher‘s identity as another disabled person situated within
professional discourse could potentially reduce the participants‘ fear of awkwardness,
judgment, or misunderstanding that participants experience in their daily lives. It could
also compel the participant to resist the beliefs she or he feels other disabled people (such
as me) share, but with which she or he does not identify.
At various points throughout the interviews, narrators drew attention to my
atypical gait, positioning my disability as significant to their own performances, desiring
the co-creation of their identities with me, and in turn, mine with them. Many of the
narrators performed their awareness and interpretations of my disabled identity. The
narrator‘s interpretation of the listener‘s body and cultural identity is significant in all
cases of performance because the narrator is enabled and constrained by the presence of
the listener (Peterson & Langellier, 2007). My atypical embodiment crystallizes this
compelling component of performance methodology that could perhaps go unnoticed in
an analysis of a narrative performance in which the narrators did not interpret the
researcher as sharing a similar embodied experience and thereby also potentially sharing
their struggle against cultural stigma. To situate the context in which the narratives
emerged, and in turn the coming analysis took form, I will highlight moments when the
narrators‘ drew attention to the significance of their interpretation of my body. During
each of these situations, I kept my own comments to a minimum in an effort to minimize
the focus of the performance on my body rather than the participant‘s. In addition, I
remained mindful during the analysis to continually be aware that my own experiences
could alter my interpretations of another‘s disabled experience, and through ongoing
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conversations with my advisor and colleagues, I consciously worked to acknowledge and
struggle through my potential biases, to make them explicit and reflect on their shaping.
Narrators‘ responses to my physically disabled body varied: (1) my physically
disabled body validated my interest in their story, (2) compelled narrators to take on the
role of a mentor or advisor, (3) fostered a desire for personal connection with another
disabled body, (4) and left me open to their critique of my embodied performance of
physical disability. Their interpretations of my body in relationship to theirs influence the
stories that emerge within the time and space of our interactions. For example, at one
point Kale said:
K: I take these questions seriously Julie-Ann
because you‟re disabled
so I don‘t dismiss them like I may from someone who wasn‘t
You know?
I take them very seriously
Within his narrative, Kale positions my body as significant, a means to legitimate my
questions as valid. Because I am also physically disabled, he positions my questions as
relevant and pertinent – a meaningful exchange between two physically disabled bodies
rather than stemming from a dominant body‘s curious misconceptions and/or judgments
of his culturally stigmatized body.
Two female academics identified me as an aspiring female, physically disabled
academic. Throughout their narratives, they offered warnings and advice from one
physically disabled female academic to another:
B: like they want to take care of you
that‘s another woman (false start) that‘s another reason why I think
you don‘t always want to let people know what‟s going on
because if you‘re in a position
where your older faculty are trying to take care of you
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it‟s hard to be assertive
because it just empowers you as someone who‟s needy
Beatrice went on to explain how she struggled to perform self-sufficiency within the
professional space by not sharing her physical challenges with her colleagues, eventually
gaining tenure and credibility as a professor and skilled researcher.
Wendie also warned me of potential hardships and offered strategies for success,
but she narrated her story from a position of struggle to overcome a present failure:
W: Be careful
The academic world is so small
They all know everyone else
You don‘t want it to get out that you need anything special from anyone
It‘s hard enough to get hired as it is
You‘re lucky
You can play it down (pause)
and take time to know some women
Make friends
It‟s important
It‘s good to have people who know you
and are on your side
I wish I had had that
Wendie‘s advice served as a warning by saying what she wished she had done, and in
turn, would advise me to do if I become an assistant professor.
Both Beatrice and Wendie potentially identified with me as a young, ambulatory
but physically disabled female academic who could ‗pass‘ for not requiring
accommodation. Within their narratives they took moments to offer me advice of how to
navigate a professional culture that may potentially marginalize me, as it attempted to
marginalize Beatrice and successfully marginalized Wendie. Both warned against
revealing information that would render me vulnerable: Beatrice suggested that I take
steps to emulate her story while Wendie sought to enable me to avoid a story similar to
hers. Their advice and instruction aligns our bodies as similar, potentially evoking similar
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responses and reactions from others in professional spaces. Their sentiments position me
as a less-experienced insider who can benefit from knowledge of their past performances
and the meanings that emerged from them.
Victor, as a professional who advises other physically disabled people, began to
question me and my performance of physically disabled identity at the end of our
interview. Rather than offering me advice as a potential peer, he takes on the role of an
authority offering his critique. He questioned why I did not use a cane, asking if I was
―too proud‖ to use a device that would help my physical stability. At the end of the
interview, through shifting into his professional role as a director at an independent living
center, Victor moved me, based on his interpretation of my physically disabled body,
from the position of an interviewer to a potential client, resistant to his expertise.
Other narrators, rather than offering advice as either a peer or an authority,
requested to be listeners to my narrative performance. These narrators asked me to take
on the role I requested of them, to tell them my story of a physically disabled body, to
continue to constitute what it means to be disabled with them. They requested to
constitute a shared experience rather than assuming one based on their interpretations of
my body. Before beginning her interview, Farrah and I engaged in the following
exchange as I walked toward her, revealing my atypical gait:
F: Do you feel people notice that you walk different?
JA: Yeah
F: Me too (pause)
F: Is it CP or (hesitation)
JA: Yeah I have CP
F: Me too (laugh - pause)
I thought you did when you walked in (pause)
Is it hard for you to get dates?
JA: Not so much anymore
They think the limp is a sports injury since I‘m at the gym so much
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That‘s only since the last operation though
I had it in high school
F: Yeah I can see that
You‘re lucky
I want to talk about dating too in addition to the professional stuff
Is that okay?
JA: Sure
I‘d love to hear whatever you have to share
Before beginning her story, Farrah positioned her body in relation to mine, comparing
our physical and social experiences as physically disabled women and interpreting me as
fortunate, perhaps privileged, in that I can in some sense ―pass‖ for able-bodied. This
initial conversation set the stage for a longer conversation surrounding physically
disabled identity toward the end of the interview.
Other narrators, rather than beginning the interview with questions or ending with
challenges, asked in the midst of their narratives for me to collaborate with them, to
verify their experience through my intimate knowledge of the social and physical struggle
of disabled identity. Olivia, who also has cerebral palsy, asked me to voice my
understanding of her experience through its potential similarity to my own:
O: You know? Is this making sense? (pause)
To you it must at least some right?
Ulmer also requested collaboration:
U: You know the pain
You must right?
At the end of his story Ulmer asked me to share my own experiences:
U: Okay I‘m done
tell me about yourself
What is your disability?
Are you full grown?
Is that why you‘re so small?
Are you five feet?
You must only weigh 75 pounds
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Start at the beginning
At the end of a two-hour interview, Ulmer felt comfortable asking me a stream of
questions about my experience living through an atypical body. He moved through my
atypical body, questioning my gait, height and weight, and desiring answers after sharing
his story with me. At this point we were no longer strangers but two people who
embodied marginalities, engaged in conversation, and connected with one another. We
continued to talk for another hour, comparing experiences of physically disabled identity.
At the end of our exchange we had shared knowledge and understanding that is created
through the interactions of two people from similar cultural positioning and
understanding. Larry and Travis expressed similar desires, though due to their work
schedules, they did not have time to engage in conversation:
L: Julie-Ann
I‘ve told you so much about me
I feel like I‘ve become so vulnerable
I saw that you walk with a limp
Do have a story
Can you share it sometime with me?
And Travis closed with,
T: I want to know who you are
Who‘s the girl behind that pretty smile (pause)
You‘ve been so quiet
You have a disability too don‘t you?
Do you want to have dinner with my wife and me sometime?
I‘d like to get to know you too
You know me now after all (laugh)
Travis‘ closing line requested reciprocation – to switch roles, change contexts, and
continue the process of meaning-making of physically disabled identity that I seek to
analyze in this project.

84

Thomson (1997) reminds us that the physically disabled body compels us to ask
for its story, to attempt to know its experience. Within the space of the narrative
performances, narrators asked me for my story, desiring a shared understanding and
intimacy that comes from performing oneself for another and in turn, participating in
their identity as a present audience. As a physically disabled body co-constituting
meaning and understanding with another physically disabled body, my situation as a
visibly disabled, relatively young, aspiring professional compelled others to participate in
the constitution of my identity with advice, warnings, and questions. The narratives I
participated in creating, recording, and transcribing are the product of two physically
disabled bodies making sense of what it means to be a physically disabled professional in
time and space. My body, marked as physically disabled, participated in the formation of
the narratives of identity that emerged, drawing attention to the unique co-performance of
identity within the time and space of a concrete and particular narrative event.
The narrators‘ requests for my story emphasize the relationship that emerges
between the researcher and narrator as co-constitutors of identity and meaning. Through
my participation in their narrative performances and in their interpretation of my
embodied experience as similar to their own, they invite me to continue with them in the
struggle to constitute physically disabled identity. I kept silent during the majority of the
interviews, aside from asking questions for clarification and answering the participants‘
questions if asked. Still, even in my silence, through my own embodiment, I am a
participant. The participants‘ invitation for me to respond as their audience illuminates
narratization, the ongoing process of performing identity, of forever becoming who we
are, that continues after the tape recorder is turned off and we continue to engage in the
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creation of meaning and reality through human interaction. In turn, my analysis of the
narratives after the act, beginning with transcription, is a new performance act with the
potential to engage with varying audiences. In order to work to interpret the potential
themes in each narrative and across the narratives, the transcription and analysis steps of
this process involved multiple steps.
Transcribing performance
Riessman's (1993) third step in narrative analysis creates a written text, a
transcription of the audio-recorded interview. To analyze narrative as a performance of
identity a researcher seeks to "capture perceptual features that inform performance –
volume, pitch, pause, and so on – based upon repeated listenings of the audiotape, such as
speech errors and disfluencies (e.g. 'uhm' and 'ah'), repetitions, and emphasis shown
through capital letters" (Peterson and Langellier, 1997, p. 144). In performance analysis,
"transcription constitutes text and context in ways that are not just partial but political,
implicating narrator, interviewee, and researcher alike within the system of power
relations" (Peterson and Langellier, 1997, p. 144). A narrative emerges from discursive
and social relations in which members perform their understandings of their own roles
and others‘ roles.
As the focus of analysis, performance interprets the struggle to constitute one's
personal identity in the narrative act. How the narrator chooses to tell the story in content,
word usage, and expression contextualize not only narrator as a character but also the
characters in the story, the audience, and the spaces and discourses from which her or his
story stems. "Personal narratives produce experiences and the 'I' and the 'you' in a
symbiosis of performed story and the social relations in which identities are embedded:
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sex, class, race, ethnicity, and so on‖ (Langellier and Peterson, 2004, p. 10). The story,
characters, storyteller, and listener emerge through interaction and discursive forces of
the sociocultural context.
Transcription is interpretation, not simply the vehicle through which interpretation
is achieved. Within a performance analysis, transcription is a means to create a
performance space, highlighting the co-constitutive nature of the narrative in which the
storyteller told a story to a listener who responded and interpreted the way in which the
story was told. As the listener, I create my interpretation of an event in which I was
present, inferring emotion, structure, and narrator intent. In turn, the transcript creates a
new performance for an additional audience, potential readers of this study, facilitated by
the narrator and me in a prior performance exchange. In short, the reader is able to access
a prior co-constitution and participate in a new performance through interacting with the
narrative transcriptions and analysis that ensues.
In performance transcription, the researcher makes choices based on the focus of
her or his analysis. I modeled my transcription after Peterson and Langellier‘s (1997)
process of narrative transcription for the analyses of performance of identity. Through
enacting this process, I attempt to create a performance on the page with which readers
can interact and remain conscious of the voices of the bodies through which these
narratives materialized in past performances. The first transcription consisted of a rough
transcription of each narrative in its entirety. I then listened again and entered in subject
headings, outlining the elements in the story to give a basic structural framework of the
participants‘ narratives. I then divided each narrative into what Peterson and Langellier
(1997) define as ―thematic units‖ in that they illustrate a mini-narrative centered on a
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particular theme within the larger narrative. Following this process, I repeatedly listened
to the portions of the interviews I intended to more closely analyze, recognizing every
pause, laugh, change in tone, pitch, false starts, emphasis, and transition phrases the
participants included in their performances. I eliminated commas and periods and moved
to a new line to indicate the natural pauses that constitute a person‘s unique speech
pattern, so that the narrative structure resembles poetry. The interviews were audio, not
visual recordings. I included gestures or expressions in my transcription that were so
meaningful to me at the time of the performance in notes written immediately after the
interview or which were discernable on tape (such as rapping knuckles on the table). The
majority of my transcription and analysis is based upon the audio recordings and
embodied communication.
The following transcription is an excerpt from an interview with Kale:
Table 2.2 Performance Transcription Key
Centered Bold ttile at the beginning of transcription = thematic unit
New line
=
illustrates break in the speech pattern
Italics
=
emphasis
(Stutter)
=
momentary struggle with thought
Hesitation
=
apprehensive pause
CAPITAL LETTERS
=
increased volume
(Cut off)
=
interruption
Draawn out letters
=
sound of extended letters
(Sarcastic)
=
cynical, mocking tone
(“Quotes”)
=
performer quotes character or self
(Pause)
=
longer break in speech pattern
(Laugh)
=
performer enjoys story with audience
(Soft)
=
narrator lowers volume
(False Start)
=
restarts
Almost Overly Congratulatory
K: I don‘t know if you‘ve gotten into this
I‘ve been thinking a lot lately about expectations and that the way
the way that expectations work at the classroom or even at conferences
or whatever
and in and the analogy I have when I roll on stage with my band
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and I play a set people are often very um (pause searching)
they‘re very what‘s the word (pause)
they really like what I do and they‘re very congratulatory
and ver (false start)
almost overly congratulatory (slow delivery – introspective )
and to me I take that sincerely
because I don‘t want to predict what people are thinking
but it does make me think
that maybe their expectations for a guy like me are lower
so then when I say something (false start)
when I sing ah they‘re not expecting that okay
also (pause) with um (pause-thoughtful)
they don‘t expect me to laugh or be funny about my disability maybe
or even about anything
and so when I say a joke people go nuts
and well that has something to do with me
but it also has something to do with our expectations
For a performance analysis, the narrator‘s words are segmented into thematic units
that trace the transitions through which the story emerges. I derived each title from a
phrase within the thematic unit that I interpreted as central to the meaning of the piece
within the analysis. The above portion of Kale‘s narrative is one mini-narrative within the
larger story of his professional disabled identity. Each new line shows a change in
speaker or a subtle pause or change in pitch when a new thought emerged. The lines are
segmented so that if the reader were to read the unit aloud, pausing slightly at the end of
each line, how the story emerged during the context of the interview is accessible. In
addition, the reader can also get a sense of how the words the narrator or I emphasized,
spoke with greater volume, or when a speaker began a sentence and then decided to start
the idea over, (which I describe as a ―false start‖), contribute to the performance act. In
performance analysis, the researcher seeks to record the narrative act, not just the
narrative content. The emphasis in the transcription process becomes how the narrator
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performed the story – embodying thoughts, emotions, and gestures – so that what is
captured on the recorder can be presented for further interpretation.
Interpreting narrative as performance
Patton (2002) suggests that when attempting narrative analysis one first asks,
―what does the narrative or story reveal about the person and world from which it came,
and how can this narrative be interpreted so that it provides an understanding of and
illuminates the life and culture that created it‖ (p. 115)? Within this study physical
disability and professional identity are defined from a performance perspective.
According to Langellier and Peterson (2004), "performance is a doing and a redoing that
allows scrutiny" (p. 9). Within performance analysis, I attend to data as ―that which is
given as evidence or invention” (i.e. the narrative performance act); and form capta as
―that which is taken by evidence or discovery‖ (i.e., recording and transcription of the
performance) of their own experiences; and generate acta ―that which is created as
evidence either by convention or invention” with an audience (i.e., the interpretive
analysis) (Lanigan, 1992, p. 215). I approached each narrative as a ―new created
encounter‖ (Kuppers, 2003, p.2). Each communicative act is situated within a context of
past experiences, constrained and enabled by prior understandings, meanings, and social
norms that facilitate the opportunity to constitute new realities. In this analysis, identity
is not a pre-existing entity expressed through narrative but an accomplishment emerging,
and still unfinished and fluid in ongoing narratization. Identity is perpetually made and
unmade and remade in each communicative act. However, in this particular performance
context, both the narrator and audience are more conscious of their roles in the
emergence of identity than they may be in contexts such as casual conversation. The
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narrator is aware that the interview is audio-recorded in order to relate her experience of
physically disabled identity to others via an academic study. Her or his performance of
identity is influenced, both consciously and unconsciously, by her or his perception of
audiences‘ understandings of disability and professional identity in the past, along with
the present researcher as listener, and with future audiences of what physically disabled
and professional identity is and how her or his identity reinforces and/or resists these
expectations.
After (1) transcribing the interviews in their entirety, (2) I read through each one,
interpreting each smaller narrative of professional experience that made up the larger
narrative, creating an outline of each narrative. (3) In the next phase of interpreting, I
compared the outlines to one another in order to identify recurring themes across
narratives. (3) Through this process I identified themes that constituted the meaning of
each one: making the work (professional) story; making the body story; and making the
private/gender story. These interpretive units became chapters three, four, and five
respectively. (4) In order to write each chapter I read and interpreted the narratives in
terms of the larger units. In this reading, I grouped the portions of each of the narratives
by theme (i.e. type of work-related interaction, relationship to disability, or gender
performance). (5) I then chose narratives from in depth analysis and included lines of
others that reiterated similar meanings as part of the intro to each section. (6) After I
finished Chapter 5, I read back through each narrative and drew out the phrases of
different participants I interpreted as significant to my emerging understanding of what it
meant to be a physically disabled professional, but I had not (for the most part) included
in the previous three chapters. In Chapter 6, the final chapter of analysis, I placed these
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phrases in conversation with each other, to map my emerging understanding of physically
disabled identity as meanings surfaced and were reiterated and resisted by different
narrators. See figure 2.1 for a diagram of this process.
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Figure 2.1 Performance Analysis Process

1. Complete Transcriptions
{Complete transcriptions of 26 audio-recorded interviews}

2. Outlines of Each Narrative‟s Structure
{Outline the vignettes that make up each narrative}

3. Interpreted Across Outlines
Identifying General themes across narratives
{Stories of: Professional Identity (ch. 3); 2. Disabled Embodiment (ch. 4); Stories of
Private Identity (ch. 5)}

4. Grouping Narrative Vignettes by Theme
Placed portions of narratives within each chapter by similar meaning
{i.e hero identity, positive disabled embodiment, hyper-femininity, etc.}

5. Choosing narratives to Enact Deeper Analysis
{Quotes from narratives with similar themes introduce each section of the chapter}

6. Weaving Phrases of ongoing reference and Return into a “Performative
Conversation”
{phrases I continue to return to throughout the analysis are placed in relation to one
another to map the co-creation of cultural and personal meaning and identity}
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The interpretation phase of Riessman‘s (1993) narrative analysis scrutinizes the
transcriptions for stories, strategies, and meanings. In order to enact a performance
analysis of the narratives chosen for in depth analysis, I draw upon Bamberg‘s (1997)
three levels of narrative positioning which focus on how the narrator constitutes meaning
within the storytelling act and event through positioning the self in relation to other
characters in the story, themselves, and the audience. Bamberg‘s (1997) method
facilitates the analysis of how one makes sense of her or himself through engaging in the
creation of identity in the cultural context of telling a personal story to someone. Through
applying Bamberg‘s (1997) narrative positioning, narrative performance (rather than the
relationship of the story to a past performance to which it refers) becomes the focus of the
analysis; the narrator is interpreted as a cultural member struggling to position her or
himself in the time and space of a narrative act with a present listener, absent audience(s),
and the constraints of discourse. Bamberg‘s (1997) method allows the analysis of how the
narrators make sense of what it means to be a physically disabled professional in their
storytelling strategies.
For example, in the transcribed excerpt above Kale positions his story and self in
relation to other disabled professionals (―I don‘t know if you‘ve gotten this‖) and then
draws comparisons across his experience, from his professorship to his role as a lead
singer in a band. Kale performs himself as uncomfortable when people respond to him
with the praise that his professional identities (as both a professor and a musician) evoke.
He is careful not to dismiss the esteem and praise from others, while interpreting for me,
his listener, why he finds it significant and disconcerting. He pauses before substituting
―very‖ with the term ―overly‖ when describing their communicative response to his
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achievement, suggesting their excess. He does not constitute other characters as deficient
or flawed but as sincere in their interactions with him. He expands their response to him
as evidence of ―our,‖ not simply ―their,‖ expectations thereby positioning his critique as
inclusive of all cultural members and ―our‖ expectations for disabled people. Singing,
laughing, and telling jokes – positive things people do to express happiness, closeness,
and comfort with one another and themselves – are interpreted as remarkable to others
when coming from his disabled body. To joke about something others are uncomfortable
discussing is potentially both startling and relieving – releasing a tension with hysteria as
“people go nuts.” To see a disabled person as fully human with all the multifaceted
responses to the world that entails evokes emotion in its extraordinariness. Effectively
joking marks an ability to move through a culture as an adept skilled member who
understands that to which only those on the inside have access. Perhaps joking is
interpreted as a sign of the cultural positioning of one as an insider rather than a
stigmatized marginal member. Kale‘s successful use of humor potentially cues others that
he shares their humanity and cultural understanding, a realization to which they respond
in what could be interpreted as excess.
In his story, Kale positions himself as a physically disabled person in daily
performance of professional identity. He analyzes his perception of himself to himself
within the story, to other characters in their responses to him, and to me as his present
audience and fellow cultural member. In the complete analysis, Kale‘s performance
reiterates and resists the stories of others in the study to identify the commonalities and
differences in the stories and the storytelling. Stories both affirm and contradict each
other, and one is never considered to be closer to the truth than the other. All are the
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partial and fluid truths of humans interacting and co-constituting meaning in time and
space. The narrative interpretation of performance of identity never assumes to be the
final, fixed, or the ultimate authority on the experience: "Narrative content is not a
neutral or stable frame, schema or speech event‖ (Peterson and Langellier, 1997, p. 141).
Social relations of power inform what stories can be told and in what contexts. The
vulnerability for these power relations and societal expectations to change allows the
potential for the content of stories to change in different performance settings and
contexts.
Dominant meanings of disability already circulate in the discourses of U.S.
society. In daily life, physically disabled people negotiate a position of marginality, an
embodied identity that is abnormal, pathological, and demanding on the able-bodied
population, requiring accommodations that a person should not need unless she or he is
deficient. This study seeks to center meaning in the disabled rather than able-bodied
experience. Still, this desire cannot eliminate past performances of disability which
emerged from the discourses of other models of understanding. In short, all members of a
society, both dominant and marginalized, are influenced by its understanding of
particular identities and experiences of truth: discourse constrains performance. A
performance perspective of physically disabled persons‘ personal narratives attempts to
understand not only the content of one‘s story, but also the strategies of telling stories.
How a story is told is as significant as what story is told.
Reading: Performing change as reiterating and resisting the status quo
Frank (1995) articulates of illness stories that the very act of narrating disability
can make others uncomfortable because it challenges all potential audience members to
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participate in the struggle to co-constitute the meanings of disability and prejudice. The
final stage of Riessman's (1993) process, the reading, involves the interpretations of
potential readers of the analysis. Each potential reader, (situated across varying times and
cultural spaces as they choose to engage with the text), becomes a participant in the
production of a disabled identity, not only of the people who participated in the study but
also of disabled and professional identity in the reader's personal and social contexts.
Kuppers (2007b) takes her readers through the struggle to perform the act of
reading the works of disabled poets; she guides her own reader through ―the activity and
performance of reading as a living thing, a connection‖ (p. 93). She explains her own
visualization of the poet materializing, ―tumbling out of neat schema into embodied
being,‖ only to de-materialize again. She gives readers‘ interpretations of the poems she
reads and tells the reader of her own embodiment of ―cracking nut seeds‖ and ―see[ing]
early morning fog, then green leaves and some humming birds on the balcony‖ (pp 101,
103). Through her performance of herself enacting the role of a reader, her reader
encounters her and the poet she reads. Kuppers (2007b) offers a reason why we desire to
read the words that come from others living their lives, to engage with others and to be
their audience:
I, and you, and we want to know what it is like to live, to live like that,
and want to tell, but the telling is hard, difficult, personal, made impossible
by the slip of the knife in a word . . . and the force denied can throw us
momentarily, but never forever: that‘s life, and I just have to try again (p.
103).
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Kuppers (2007b) explains that the poetry, the language of disability, allows the reader
to both ―clasp‖ at disability culture and watch it ―slip from grasp‖ as our ―certainties
shift‖ (p. 104). The fluidity of co-constitution is inevitable. At the same time, reading the
words that stem from the experience of other bodies has the potential to change us, to
shift us into uncertainty, an instability which propels us toward new understandings in
our attempts to articulate it. Throughout each of the coming chapters, I include small
interludes of conversation, designated by single-spaced italics that address the reader,
reminding her or him that they are not only passive observers of the creation of
physically disabled professional identity, but co-creators, forming new interpretations,
meanings, and understandings of physically disabled professional identity enabled and
constrained as they emerges through cultural performance.
As you, the reader, perform the final stage of Riessman‘s (1993) narrative
analysis method, you potentially re-enact the process of narrative analysis. You attend to
the meanings I knit together, creating a structure and sequence to the performance coconstituted by the narrators, me, and you, as the extended audience. As the reader, your
eyes will potentially move methodically through the pages, pressing buttons that
electronically scroll down a computer screen, or lifting and turning page after page to
access text, or perhaps your fingers will move across a Braille translation, or hear an
audio recording, depending on your vehicle of interaction, engaging with me and the
narrators as I tell a new story that draws upon our interactions. You will perhaps provide
your own transcription (oral or written) in another performance space in which you draw
out which pieces you feel are worthy of re-performance in a new context. You may
interpret them for your future audiences, engaging in new communicative exchanges,
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performances laden with possibilities for transformation through their potential
reiterations and resistances to past understandings. Thus, the sequence of vital
components of performance analysis of personal narratives potentially continues in the
making of meanings in future communicative encounters.
In Conclusion
Within this study I move among competing models of physical disability as
narrators tell their stories through the bodies that live with, reiterate, struggle against, and
dismantle meanings in an effort to understand: (1) what does it mean to be a physically
disabled professional situated in cultural space, time, and discourse? (2) What are the
possibilities to reiterate, dismantle, and transform these meanings through future
interactions?
Physical disability emerges not only as a medical diagnosis but also as an experience
of human bodies embedded in situations and discourse. Expertise is not only a personal
skill-set but also an identity constituted, negotiated, and re-constituted through daily
human interaction in cultural space. My authority as a researcher and the teller of their
stories through narrative research is blurred and problematized because I do not interview
participants as patients with symptoms but as people with stories participating with me in
the creation of reality. The interviews are not vehicles to obtain information but
performances in which participants and I interact as social actors and audiences
struggling to constitute meaning. I am not an impartial expert offering a diagnosis of
problem but an embodied participant in the fluid co-constitution of meaning:
―[p]erforming personal narrative depends upon bodily participation in the system of
relations that shift fluidly among storyteller, audience, narrator and character‖ (Langellier
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& Peterson, 2004, p. 13). Each participant and I (and us together) negotiate the unfolding
narrative performance, making sense of what it means to be a physically disabled
professional in cultural discourse. As I come to them as a potential audience I ask
questions, give feedback, and offer reactions to their stories of physically disabled
experience. At times I enter into their stories, answer their questions, and perform with
and for them. Our identities constitute one another in the space of the performance as we
draw upon our own embodied understandings of ourselves, others, and culture.
The meanings we co-create can potentially impact our future performances of
ourselves and others. Physical disability and professionalism emerge not only as the
experience of specific bodies, but also as components of the emergent and risky process
of performing human identity in a shared cultural space. We draw upon these meanings
to make sense of others and ourselves, negotiating what it means to be alive, embodied in
community with others in our daily existence. ―Meanings are never set but vulnerable to
new interpretations and new identities for self, audience and society,‖ so understandings
of disabled identity that emerge within this study are vulnerable to reinterpretation in
future performances (Scott, 2008, p. 118). The performing body's meaning is never
completely solidified, finished, or fixed and therefore never fully interpreted, but rather
caught in an ongoing struggle for identity.
The following chapters interpret the performance of identity of 26 physically
disabled professionals from across the United States, each identified by the letters A-Z.8
The interpretation of a performance of identity presented here, similar to that which takes
place in daily interaction, is also vulnerable to new interpretations:

8

The letters were assigned to participants in the order that interviews were collected and have no
connection to their actual names.

100

A story is not a story until it is told; it is not told until it is heard; once
it is heard, it changes – and becomes open to the beauties and frailties of
more change; or, a story is not a story until it changes. Indeed, until it
changes or until it changes someone else, until it becomes part of the vital
histories of change it recounts‖ (Pollock, 2006, p. 93).
An analysis of performance of identity of personal narrative is never exhausted nor
finished. Nonetheless it begins in the next chapter, with the hopes of future interactions
with readers who co-constitute new meanings and change in our cultural understandings
of physically disabled and professional identity; to create a space where all bodies,
despite their spaces upon the ability spectrum are not vulnerable to cultural stigma or
isolation.
The analysis to come
Chapter Three moves through the stories of the professionals and focuses on how
narrators position their bodies with other characters within the professional space.
Chapters Four and Five focus on the positioning of the narrator in relation to her or
himself, first as a disabled body and then as a gendered disabled body. Chapter Six
explores the positioning of the narrators to one another, me, and potential readers of this
study. Last, Chapter Seven takes the insights gained throughout the chapters and situates
them in the ongoing struggle to understand what it means to engage in the foreverunfinished process of becoming through a mortal, categorized, human body embedded in
discourse, in order to offer questions and recommendations for future research and policy
formation.
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CHAPTER 3
„CRIPPED HEROES‟: NEGOTIATING PHYSICALLY DISABLED
PROFESSIONALISM
9

Diedre is a sociology professor, has polio, and uses a wheelchair. She paused for

a moment before telling the story of her physically disabled professional identity:
I Was Pretty Devastated
D: When this first happened and I went from um walking with sort of
what I consider a slight limp which I could hide
which I spent most of my life doing
um to a chair (rushed fast speech pattern)
And I was pretty devastated that no one called said
―how you‘re (false start) how‘re you doing‖
No one
No one even asked (slow delivery- pause-emphasis)
I asked Dierdre to tell me about her experience, entering into the performance space
as a willing listener. I‟m guessing you (since you have taken the time to read at least this
far) have made a similar decision. Dierdre, you, me, and 25 other physically disabled
professionals are engaging in the co-constitution of a culturally uncomfortable identity –
the physically disabled professional. Thank you for participating; this couldn‟t really
happen without you. Performance needs an audience in personal narrative and in
research.
This chapter ―crips the workplace‖ by telling and analyzing stories of physically
disabled professionals. Identity exists through its performance and re-performance in
stories of who one is as a disabled person in a professional setting. Shared cultural
understandings depend on the participation of cultural members. This chapter emphasizes
the roles of others in the creation of the physically disabled professional self: identities
form and re-form through interaction. One cannot enact professionalism without someone
to be professional with and toward. Professionalism exists as our expectations
materialize in our daily interactions, in both our reiteration and resistance to them. Based
9

Each narrator’s first name begins with a different letter of the alphabet. Letters were assigned in the
order that the interviews were conducted.
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on our past experiences and training we know what professionalism looks like, moves
like, sounds like, even smells, and feels like. Professionals are expected to minimize
attention drawn to the look, smell, and feel of their bodies. For example, too much makeup, perfume, satin, or exposed skin are not usually accepted or even tolerated within a
professional space. The physically disabled body however emerges in opposition to
professionalism, evoking rather than minimizing attention to the embodied self.
―Constructed as the embodiment of corporeal insufficiency and deviance, the
physically disabled body becomes a repository for social anxieties‖ (Thomson, 1997, p.
6). To calm this anxiety, cultural members, consciously and unconsciously, often
marginalize disabled bodies in daily interactions (See Asch & Fine, 1988; Braddock &
Parish, 2001; Davis, 2002; Gill, 1995; Johnson, 2006; Mairs, 2002; Shildrick, 2005;
Thomson, 1997; Wendell, 1996). ―By placing ability and disability in contention or
contrast with one another rather than in tension or paradox, we unreflectively encourage
all people to think of ability as a presence or absence, as an ontological light switch that
indicates possibility or futility‖ (Fassett & Morella, 2008, p. 140). The participants in
this study navigate what it means to inhabit bodies culturally constituted as lacking.
Cultural anxiety is potentially exacerbated when the physically disabled body enters the
professional space. Professionalism stems from the discourses of ―enlightenment
humanism‖ and its values of self reliance, independence, and personal endurance –
attributes historically constituted in opposition to the disabled body (Allan, 2008, p. 119;
Axinn & Stern, 2000; Longmore & Umanksy, 2001). A perceived cultural contradiction
surfaces from the performance of the disabled professional self: a devalued body
legitimately occupying a valued cultural space. The physically disabled professional and

103

those around her or him navigate this contradiction and the anxiety that ensues from it.
This struggle is narrated and analyzed within the coming pages.
I cannot promise that as you take on the role as a reader of this piece that the anxiety
of physical disability will not emerge. You help create physically disabled identity. Each
new performance cites past ones, even as it creates new possibilities.
Significant Positioning in an Uncomfortable Narrative
Bamberg‘s (1997) three levels of narrative positioning illuminate the tensions
involved in performing identity. Within personal narrative, one positions herself in
relation to other characters in the story, the audience, and herself. According to Bamberg
(1997), through this positioning, the narrators create themselves as perpetrators, victims,
protagonists, antagonists and so on, constituting themselves through performing their
relationships with others. Rather than focusing on how the narrative reflects reality,
Bamberg encourages us to investigate the strategies of creating the self in relationship
with others through narrative performance. From this perspective, narrative is not a
mirror reflecting or distorting past realities but is its own actuality materializing in lived
time and embodied space. A narrator marked as physically disabled moves within the
cultural creations of disability, reiterating and resisting what it means to be the identity
that emerges as a means to calm social anxieties over what is perceived as one‘s bodily
deviance. Based upon the analysis of positioning in the narrative performances, I argue
that disabled professionals co-constitute hero identities with those around them. Hero
constitutions emerge from dominant cultural interpretations of the physically disabled
body as stigmatized, incomplete, and deviant from professional norms. Through the
formation of the physically disabled professional hero, the anxiety which surrounds the
performance of the physically disabled professional body is affirmed, resisted, and
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negotiated. To trace how identities emerge in narrative performance, I refer to the
materialization of the professional physically disabled identity as a hero in four
variations: Super Hero, Warrior Hero, Tragic Hero, and Anti Hero.
Hero performances do not stem from an individual narrator‘s personal attributes
nor within individual bodies waiting to be uncovered through narrative research. Rather,
each hero identity surfaces as a tangible performance of the deeply rooted anxiety and
shared cultural fear of the physically disabled body. Each narrator could potentially
perform other heroes depending on where, when, and with whom they are interacting;
heroes materialize through bodies but are not embedded within them. These four cultural
creations are upon first glance simplistic – identity-models summed up in basic dictionary
definitions. A Super Hero is constituted as ―a being of godlike prowess and beneficence
who often came to be honored as a divinity;‖ a Super Hero overcomes her or his
disability achieving the greatness of a fully capable human being and in turn emerges as
exceptional, respected, and successful (Dictionary.com). The Warrior Hero is ―a warrior
chieftain of special strength and courage or ability‖ who fights to free all physically
disabled people from oppression (Dictionary.com). The Tragic Hero‘s physical disability
functions as her or his ―fatal flaw,‖ which renders him or her incapable and ultimately
leads to her or his downfall, a loss of professional capability and identity
(Dictionary.com).

10

The Anti Hero emerges as the opposite of a hero, a villain, ―a cruelly

malicious person who is involved in or devoted to wickedness;‖ this wickedness is
centralized in her or his inability to perform as a Super Hero and refusal to accept the fate
of a Tragic Hero (Dictionary.com). Much to the chagrin of her or his colleagues, the Anti
10

The anti hero in literature is often positioned as a character that does not possess qualities deemed
“heroic.” Within disability narratives, as a source of contention, the disabled body emerged as not only
unheroic or undervalued, but a threat, and in turn, a villain.
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Hero continues to occupy a professional role. These simplistic hero models may
potentially serve to calm the anxieties surrounding physically disabled bodies in
professional settings by increasing predictability and reducing the complexity among and
within physically disabled people‘s identities.
Arguably, when one interprets another as a hero, he or she is not forced to
incorporate physical disability into the nuances and contradictions of human identity. A
hero emerges as an easily identifiable role rather than a multifaceted being, a simplistic
character rather than a complex human. Physically disabled performer-actor Neil Marcus
confronts the cultural hesitation and resistance to identifying the physically disabled body
as a full member of the human race rather than as a mutation to reject as Other. In the
opening of his performance he takes two minutes to form two sentences: ―People are
always watching me . . . they‘re watching to see how well I do this thing called human‖
(cited in Brueggeman, 2005, p. 20).
The term hero is often referenced in relation to folktales and film, comic book and
cartoon characters, or in journalism as an individual who performs one feat (i.e., rescuing
a drowning child or pushing another out of the way of a bus). In these contexts, the hero
is honored and then returns to being human. Each narrator performs within and against
the cultural constitutions of the physically disabled hero. Within their narratives, these
characters are exposed as vulnerable creations. Narrators perform awareness of the
anxiety that surrounds their bodies and how this anxiety is mitigated, affirmed, and
exacerbated through the creation of the physically disabled hero within professional
interactions.
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To explicate my argument, I introduce the constitution of each hero with the
selected voices of different narrators. I begin with short phrases from different narrators
who performed each hero, followed by extended analysis of select excerpts I chose to
illustrate the complexity of each of the four hero characters that emerged. In these
excerpts, the narrators position themselves in relation with others in the formation of the
different hero identities. I then move to a closer performance analysis of a few narratives
to explore in more depth the performance positioning of the narrator in relation to other
characters, audience, and self. To focus on the positioning of the characters, audience and
self draws attention to the fragility of meanings surrounding disabled identity. Identity is
not a fixed phenomenon to report to another but is created in the storytelling event. The
narrators form characters and place them in relation with themselves in a performance of
identity for an audience. In performance research, identities are always in a state of
becoming through human interaction, never fixed. These characters are not simply
citations of actual people but are creations of the narrator produced in an effort to coconstitute oneself for and with one‘s audience. Park-Fuller (1995) reminds us that within
storytelling, narrators are essentially ―re-authoring their lives;‖ storytelling is strategic,
and a story is told in a particular way and not in others. Within a personal narrative, one
locates her position in the world in relation to others, co-constituting with an audience
who she is, situated in time and space. This singular and specific performance draws
upon past performances and creates possibilities for future performances. Physically
disabled professional identity emerges as complicated, nuanced, and contradictory,
pushing at the fragile boundaries of culturally constructed hero models, both soothing and
intensifying the anxiety surrounding the physically disabled body.
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Super Hero: Navigating the Anxiety of Bestowed Success
Within the Super Hero narrative, the performance of physically disabled
professional identity materializes as evidence that certain physically disabled bodies can
triumph over the anxiety that their bodies evoke in others. Their stories reiterate the
stigma associated with physically disabled bodies and how that stigma is overcome
through personal attributes, will, and achievement. A Super Hero narrates her or his story
as an inspiration to other physically disabled people – we too can rise above, just as they
did.
Zeb, a physics laboratory coordinator and congenital amputee, juxtaposes himself
to other physically disabled people: ―I never really milked it the way some people could.‖
Those who ―milk‖ their disabilities, leaking their difference and lack that provoke anxiety
in others do not reach Super Hero status. Victor, a coordinator of recreation for an
independent living center who uses a wheelchair concurs, ―[i]f you just present as a
normal person it doesn‘t make any difference anyway. They don‘t see the disability.‖
Victor addresses me, his present physically disabled audience (‗you‘). He positions
physically disabled people as in control, able to singlehandedly alleviate the anxiety of
the dominant able-bodied (‗they‘), by presenting ourselves to be like them, capable of
performing normal.
A Super Hero‘s success materializes through the transformation of the anxious
able- bodied character to one who accepts, admires, and is inspired by the narrator.
Margaret, a daycare owner and later park services Supervisor who uses a wheelchair,
performed this transformation through the voice of an able-bodied child: ―she asked me a
series of five or six questions and there were several kids standing around and finally one
little girl just put her hands on her hips and said, „disabled people can do anything they
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want!‘‖ Ingrid, a pediatrician who uses a wheelchair also performed a transformation in
the perceptions of one of her patients: ―I have one kid who um, I think it was in
kindergarten or first grade, and she told her class that she had a wheelchair just like her
doctor did, and that she‘d like to be a doctor too. Which I thought was so cute – I thought
that was adorable. She realized she could be a doctor ‗cause I‘m a doctor, you know.‖
The Super Hero recognizes the responses to physically disabled identity as anxious but
vulnerable to reinterpretation and change. Within Super Hero narratives, the narrator is
able to alter perceptions of others toward herself or himself. Relieving cultural anxiety is
a personal endeavor one must take on and navigate to her or his individual success. This
performance analysis moves through three variations of the Super Hero: Xavier who
embraces the classic Super Hero story that negates the cultural anxiety surrounding the
performance of the physically disabled body, Olivia who struggles with it, and Dierdre
who rejects it.
Xavier, a medical doctor with polio who used crutches as a child and young adult
before transitioning to a chair in his later years, performed his professional identity as a
disabled Super Hero with visible enjoyment. He began his narrative, “I knew that
whatever I wanted to do I wanted to be successful at it. I wanted (false start) I didn‟t want
to be just nobody, I wanted to be some (false start-hesitation) you know, somebody at
some accomplishment.” Xavier positioned himself as a successful hero looking back on
the past with pride and perhaps a bit of nostalgia. Now, as a physician nearing the end of
his career, he has won over the able-bodied others, squelched their anxiety and gained
their confidence. He is in turn, somebody, not just nobody. His story is told from its
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happy ending and any fatigue or frustration which surfaced during his journey is not
elaborated, perhaps because in the end they did not hinder his victory.
Throughout the following narrative, Xavier chuckled and spoke softly, so that I
felt I was being granted access to a pleasurable secret:
They Were Probably Tracking That
X: the interviews at medical schools save one were pretty discouraging
ah I had you know the end
the ah the people that interviewed me
basically indicated that they didn‘t think I could do it
because of the physical situation
not because of my um testing scores
or my curriculum or recommendations (faster speech pattern)
but the one school (false start)
um the last school that I interviewed at was kind of interesting
(pause –laugh)
it was at university of 11Northeast up in Rural Town
and I interviewed on a Monday
following the biggest snow storm we had in 20 years (soft laugh)
and I drove out five hours
um they had just barely cleared some of the roads
and it was (false start) it was very (false start)
it was difficult getting there
but I got there
when I did the interview um (soft laugh)
I seemed to hit it off with a couple of the physicians on staff
and then they gave you know (pause-thinking of word)
the tour of the hospitals
ah by a medical student who has a whole group of applicants
and I was on crutches (sigh –chuckle)
and they went up and down stairs and he said
the guy said (pause-higher voice) ―well you can use the elevator‖
but I went up and down the stairs too (pause – soft laugh)
Didn‘t want to be different I guess
I think that probably mattered (pause – emphasis)
I think they were probably tracking that
to see if I could physically handle that
so I was accepted

11
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The elements, characters, and structures are all positioned as obstacles that Xavier
overcomes in his heroic journey. The other human characters in Xavier‘s story – ―the
people that interviewed,‖ ―the physicians on staff,‖ and ―a medical student,‖ remain
nameless, constructed with the elements (snowstorm) and structures (stairwell) he must
overcome. He enacts the voice of one character, the medical student who offers him to
―use the elevator.‖ When Xavier performs the student‘s voice, his own deep voice sounds
young, perhaps inexperienced. Xavier laughs as he tells that he went up the stairs; his
silent denial of the offer is not vocalized nor responded to. He does not speak in the event
but simply acts, singlehandedly minimizing others‘ anxiety to his body by not being
―different.‖ He interprets the other characters‘ unspoken motives: ―that they were
probably tracking that,‖ and laughs. Xavier emerges as aware and skillful in the battle
against cultural anxiety that encases the disabled body. He singlehandedly moves through
the cloud of others‘ uncertainty, gaining their favor and his admission to medical school.
If You Really Want to Do Something
X: I went to ah a busy medical practice at the hospital and
and enjoyed it (slight pause) got along with staff quite well
I don‘t know what else to tell ya
Was it physically difficult? (pause for emphasis)
Yeah sure it was not unusual to work 24 hours straight
um and I was tired and my back hurt a lot of times
I used to I used to I used to (soft laughing)
drive some of the nurses nuts (laugh)
because late in the afternoon I‘d have a cup of coffee
and take three or four aspirin tablets and chew them up
and swallow them down with a coffee
um it was (soft laughing-pause)
If you really want to do something it‘s surprising what you can do
Xavier pauses for a moment in his general summary of his career, ―I don‘t know what
else to tell ya,‖ but he quickly answers what he anticipates my question to be, ―was it
physically difficult.‖ The story he tells is not of one instance but ―a lot of times,‖ the
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repeated performance of a physically disabled Super Hero rising to the daily demands of
the medical profession. His story is a habitual narrative of overcoming pain. He drives the
nurses, those positioned as caretakers of the sick and dependent, ―crazy‖ by his refusal to
tend to his pain. In Zeb‘s words, he does not ―milk it,‖ but presses on. Details of Xavier‘s
pain, like the past ―discouraging‖ interviews with which he opened the story, are glazed
over and undeveloped. From a position of triumph they are understated and little detailed.
His determination, doing what he ―really wanted to do,‖ to ―be somebody‖ is now
accomplished. Xavier ends in the second person, addressing me as his present physically
disabled listener and perhaps ‗you,‘ as you read if you are also disabled. ‗We‘ can
―surprisingly‖ also triumph over cultural anxiety and be ―somebody.”
However, our next narrator is not as sure as Xavier. Caught in the midst of
navigating the identity of a Super Hero which others bestow upon her, she worries for
other disabled people who are expected to be Super Heroes.
The nameless groups of people in Xavier‘s story function as the gatekeepers of a
professional environment. Olivia, a physical therapist who walks with a noticeable limp
due to cerebral palsy, tells a story with characters who are not potential gatekeepers of a
profession but those fearful of potential gates. As the parents of disabled children, they
are the receptors of stigma, constrained, and struggling against the anxiety the bodies of
those they love produce. Olivia performs these parents as vulnerable, seeking assurance
that their children will achieve the success and acceptance she, herself, has. Olivia is
hesitant to position herself as a tangible goal and model for their children, questioning
whether her patients will be able to reach her physical ability, and in turn, be accepted
effortlessly as a physically disabled super hero in their future interactions.
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Most Super Heroes are comfortable with their own story serving as an inspiration
to others, often positioning it as such. Farrah, who also has moderate cerebral palsy and
worked in a hospital‘s rehabilitation room said, ―I would share my story with the parents
you know, I‘ve gone to college, I‘ve gotten my masters, and they would look at me and
say, ‗you‘ve done all that,‘ so at a personal level sharing my story is hopefully
encouraging.‖ Larry, a pastor who uses a chair due to a degenerative disability included,
―I feel about it um there would be times at which a hurting person would feel a certain
kind of intimacy or connection with me because they already have this sense that I was a
person who struggled and who struggled and dealt with extra complications and pain and
what have you, and if I can, they can.‖ However, unlike Farrah and Larry, Olivia
positions this success as largely dependent on one‘s physical body, not simply on will
and fortitude, and therefore not as easily transferable from one body to another. For this
reason, she is uncomfortable taking on the super hero role as an inspirational model for
others.
Contradicting the Super Hero narrative is uncomfortable for Olivia. She is
hesitant to speak in absolutes, modifying universals (i.e. ―most parents,‖ ―almost
everyone,‖ not anyone‖) as she struggles to articulate recurrent flaws in the meanings
which emerge from the Super Hero identity. She appears to be uneasy yet compelled to
challenge the construct that any physically disabled person can overcome the anxiety
their body evokes in others and rise to esteem. Olivia‘s reluctance to contradict the Super
Hero narrative illuminates the power of narrative performance. She performs her
awareness that the dismantlement of these meanings potentially compromises the hope of
many to overcome the cultural anxiety that surrounds their bodies. She positions herself
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as compassionate toward these stakeholders in her story and struggles in her ambivelent
performance.
Olivia coins the term ―designer disabled‖ to designate her position in her story.
She positions herself as struggling through a contradiction – remarkable, yet not. She has
achieved status through her education, career, and family that would be interpreted as
―normal‖ success, but these achievements promote her to Super Hero status for one
designated as disabled, and in turn deficient. She is hesitant to accept praise for ―great
achievement‖ as located within herself, ―I don‘t mean to put myself up.‖ She is reluctant
to take personal credit for the aptitude or the perseverance which other Super Heroes,
such as Xavier, attribute to themselves. The moral of the story for her audience is left
open. She ends her thoughts with a soft, ―you know,‖ requesting collaboration in her
resistance to the Super Hero narrative.
As Xavier‘s audience, I felt little responsibility to co-constitute his Super Hero
status. I effortlessly listened to the flow of the story, content and privileged to be invited
to share his secret knowledge of those around them. I accepted his moral, that one would
be surprised as to what she or he can do if she or he want to badly enough. In contrast, I
felt an obligation to help Olivia struggle through a story riddled with hesitations and
disclaimers, to help ease her discomfort through my participation. I asked for an example
to help me understand, and in turn empathize with her further:
Not Everyone‟s Child is Me
O: Yeah well just this last week a couple came in with their daughter
who is five
and she‘d just had a tendon lengthening for CP
and she was ambulatory (pause)
but um she needed braces to stabilize
and couldn‘t go long distances without her walker
and um (slight hesitation)
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her parents were very excited to hear that I had a tendon lengthening at
about her age (pause –hesitation)
and they kept asking me questions about my own surgeries
And I could sense they were comparing us um (pause-struggling)
I never needed a walker
so that‘s different, you know? (voice higher – questioning)
So it‘s hard to say if she‘ll get to where I (trail off –pause)
um (pause) so not everyone‘s child is me
I mean like me when I was a child (pause)
that sounded odd (forced laugh nervous)
So I kept trying to focus on her therapy plan not me
but the father especially
really wanted to know about my progression (sigh-hesitation)
So I just kept giving short answers
and talking more about their daughter‘s potential future
I think they got it but I don‘t know (flat delivery – sigh)
Olivia, like Xavier, interprets the other characters‘ motivations for her audience.
She ―senses‖ the parents‘ desire to compare her to their daughter when she tells them that
she had a similar operation. She struggles over how to position herself in relation to the
child. She draws physical comparisons between them: they both ―had a tendon
lengthening‖ at the same age but were not at the same place; the child needs a walker, but
Olivia ―never did.‖ Yet Olivia does not perform herself as communicating these
differences to the girl‘s parents. She performs herself as understanding and nonconfrontational, redirecting the conversation to their daughter‘s therapy plan rather than
correcting their potential misconceptions. Olivia‘s pauses are long and frequent. She
emerges aware of her disabled Super Hero status and a bit mournful of those who, based
on their current ability, potentially will not reach it, and she cannot bring herself to tell
them so. She laughs at the idea that every parent would desire their child to be her, saying
that it sounds ―odd‖ before continuing. Her laughter appears to reject the notion that her
body situated in time and space should be interpreted as the tangible ideal for ―everyone‘s
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child.‖ As a narrator, she emerges as modest and uncomfortable in her dismissal of her
status as an esteemed role model:
So it‟s Hard to Just Tell Them How It Is
O: And I‘ve had parents with a kid with a completely different diagnosis
like muscular dystrophy or whatever (struggling-sigh)
want to compare their child to my experience
um looking for guidance (pause)
or hope (pause)
or I don‘t know (rushed delivery)
and and um (stuttering) well (pause)
it‘s different like (pause)
here are similarities but um they‘re different
I think it is comforting to them though
it seems to be um (pause- softer delivery)
because they talk about it a lot (pause) so um yeah (nervous laugh –pause)
My parents talk about when they found out I had CP
and they were so scared um
worried for me
like would I be normal
would I have what I have
And I do
And I think (hesitation – false start)
I do think (with confidence – emphasis)
that‟s what they‟re looking for too
hope that their child will be me well like me (soft laugh-pause)
And I understand that so it‘s hard to just tell them how it is
You know? Is this making sense? (pause)
To you it must at least some right?
Olivia performs herself as simultaneously a professional expert and an empathetic
insider, blurring boundaries between the medical authority who diagnoses and treats, and
the patient who lives through a physical disabled body. She is compassionate toward the
parents, relating them to her own parents‘ past interactions with doctors. She positions
the questions of her patient‘s parents as emerging similarly to her own parents‘. Olivia
pauses after saying her own parents were ―scared‖ when they found out she had cerebral
palsy. The memory emerges jaggedly, with a fast speech pattern and awkward pauses.
Her difficult narration performs the fear and desperation of a past struggle: the fight
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parents enter into in an effort to enable their children to break through the cultural
anxieties that envelope their stigmatized bodies. She emphasizes her conviction (―I think,
I do think‖) that the parents‘ motives for their uncomfortable level of interest in her life
are understandable and forgivable. Their motives are her reason for narrating her story
with gentleness and compassion and tentatively redirecting their attention, rather than
overtly dividing their children‘s bodies, and in turn potential experiences, from her own.
Olivia assumes that I, as another young woman with moderate cerebral palsy who
is pursuing an advanced degree and wearing an engagement ring (a sign of a committed
relationship) ―must at least‖ understand what she‘s talking about. For Olivia, the
similarity between our bodies, educational achievement, and romantic relationship status
assumes a shared experience and understanding. Without my saying a word, she answers
her own question for me, that ―at least some” of my experience is similar. In a way, the
fact that I am piecing together her words arguably constitute some level of the
uncomfortable privilege she struggles through. I could write that I chose not to offer my
own experience in order to enact the role of a ‗good‘ narrative researcher, someone who
does not take the ―stage‖ away from the narrator. Then again, maybe the identity is as
uncomfortable for me as it is for her, and I would prefer to not talk about it either.
So, the Super Hero narrative is getting more complicated. That will continue to
happen. As I said earlier, these are real people, not comic book characters, and real life
can get uncomfortable, otherwise there‟d be no need to create simpler heroes to grace
our legends and fairytales. Thanks again for participating in the struggle with this
culturally uncomfortable identity. They knew you‟d have access to their stories, and
that‟s largely why they agreed to tell them.
Kale, a film studies professor who uses a wheelchair, like Olivia, performs
hesitation and struggle over his Super Hero status. He includes that across his
professional career, people are ―very congratulatory and ver- (false start) almost overly
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congratulatory” (slow delivery – introspective). He struggles through this idea, ―I take
that sincerely because I don‘t want to predict what people are thinking, but it does make
me think that maybe their expectations for a guy like me are lower.‖ Kale positions
himself as uncomfortable, overtly challenging the legitimacy of his Super Hero status and
refusing to interpret others‘ motives, ―I don‘t want to predict what people are thinking.‖
Dierdre, with whom I opened this chapter, directly defies the idea that the Super Hero
overcomes cultural anxiety and is accepted by the able-bodied culture. She responds to
adoration with sarcasm, comfortably reiterating Kale‘s tentative conclusions: that the
Super Hero is only remarkable because of culture‘s low expectations for a stigmatized
body. She is not proud but irritated by the praise of her able-bodied peers. Dierdre
emerges as ready to evoke rather than calm the anxiety of able-bodied culture through
forcing members to acknowledge the marginalization and prejudice embedded in the
adoration of the physically disabled Super Hero.
I Could Limp and Chew Gum
D: I was giving a speech that she (pause)
my friend Lucinda was supposed to give (sarcastic)
and the woman that was the head of the organization
where I gave the speech (fast delivery)
went to Lucinda the next day and said
―ahhh isn‟t she wonderful” (high voice – drawn out speech)
And I said to Lucinda
and this was when I just had a limp
and Lucinda said ―What did she mean?‖
because it was clear she wasn‟t talking about the speech (sarcastic)
I said ―I know what she meant
she meant that I had a limp and I could talk‖ (sarcastic)
and she said “you‟re kidding‖ (drawn out emphasis-disbelief)
and I said ―no that‟s what she meant (pause) she did (flat delivery
that is what it was and that I could limp and chew gum and
I don‘t know at the same time‖ (voice raised- irritation)
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Dierdre‘s story does not have numerous pauses. She heightens the words of the
head of the organization in a speech pattern that emerges as markedly dramatic and
entertaining. The head of the organization is a caricature that does not necessitate the
audience‘s sympathy or understanding, and Dierdre smoothly takes on the role as
Lucinda‘s and her audience‘s interpreter of her motives. Dierdre performs Lucinda as the
voice of the able-bodied population who wonders why physically disabled people get so
exasperated and snippy with able-bodied people‘s seemingly innocent interactions.
Dierdre‘s voice is sharp and irritated as she answers Lucinda‘s question. Her comparison
of her speech to being able to ―limp and chew gum‖ is biting and sarcastic, yet enjoyable
to listen to. Her one hesitation at the end suggests anger and frustration, not a reluctance
to assign judgment. Lucinda is a specific and recurring character throughout Dierdre‘s
narrative who often takes on the role of the sympathetic (though at times unaware) ablebodied ally to whom Dierdre interprets the inappropriateness of the dominant culture. As
her audience, I feel no obligation to help interpret the actions of others, and I enjoy the
story of the ridiculousness surrounding the presence of the disabled Super Hero in
professional spaces. As a physically disabled insider I laughed with her at the absurdity
of the dominant culture‘s ignorance.
Did you feel slightly uncomfortable as Dierdre interpreted the head of the
organization‟s actions? Have you responded that way toward a disabled peer? Did you
only mean to express your admiration? Making meaning is tricky business in which
neither participant can be certain of all the co-produced understandings that emerge and
how they will be referenced later.
The Super Hero narrative is recurrent in our culture, perhaps because it offers us
comfort in our biases toward atypical bodies. It is a story that demonstrates that certain
physically disabled people will overcome able-bodied biases. Through their individual
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successes and triumphs, the anxiety that their defiant bodies evokes is eased. Through the
reiteration of the Super Hero narrative we gain tangible evidence that we are perhaps not
responsible for the marginalization of physically disabled bodies. By citing and re-citing
the performances of the bodies that succeed, we can persuade ourselves that the unspoken
stories which bring us discomfort do so because of inherent flaws of the narrator, her or
his lack of fortitude, strength, will or talent; rather than our prejudices. Of course, some
Super Heroes, such as Dierdre, forcibly unravel this familiar narrative and spin it
differently, drawing attention to the anxiety and stigma that it perpetuates.
The Warrior Hero: Confronting Anxiety and Engaged in Battle
Our next hero, the Warrior, confronts the anxiety that surfaces with the
performance of the physically disabled body. The Warrior Hero brazenly meets stigma
head on, forcing others to face the unspoken privilege that accompanies bodies
designated as non-disabled and evoking anxiety in an effort to alleviate it. Success
comes through changing cultural constructs of physical disability rather than through
individual esteem. The Super Hero draws attention to her or his unique identity in
performance. In contrast, the Warrior Hero draws attention to her or his membership in a
cultural group and as a member privileged with professional status, she or he works to
resist cultural beliefs that stigmatize and marginalize physically disabled people.
Jesse, a college professor of disability studies and coordinator of the disability
studies curriculum at his institution said, ―I mean I take seriously my role ah, (hesitation)
as an educator, as a leader in the disability studies movement and as an artist. I take those
very seriously, and ultimately, (false start), as ultimately I do want to change the world
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(laugh-pause); I don‟t want much, I just want to change the world‖ (laugh –taking on the
role of his own audience).
As Jesse candidly articulated, with a rueful laugh to signify what a large task it is,
Warrior Heroes acknowledge their disabled identities as helpful in their desire to alter the
dominant culture‘s view of disability. Warrior Heroes recognize themselves as well
positioned to confront the anxiety that results from the stigmatized disabled body. Greg,
a professor of physical therapy who has cerebral palsy and transitioned from using
crutches to a scooter over the course of his life, noted that bodies like his are rarely in
professional spaces; ―we‘re sort of unique individuals ah, odd ducks some would say, but
it‘s a different perspective that some people like to learn from.‖ Greg draws attention to
the significance of the body in personal performance. Narrating from a noticeably
physically disabled body grants legitimacy and novelty to the understandings he shares
with his colleagues.
Quinton, a professor of social work and disability studies who uses crutches and
at times a wheelchair, concurred with Greg over the persuasiveness of his body in the
confrontation of cultural constructs of physical disability, ―for those people who want to
push person-first language — part of their, part of their agenda is self-determinism, so
I‘m saying as the disabled man, if I want to call people disabled I have a right to do that
and where do you come off policing my language.‖ Rather than setting her or himself
apart from other disabled people as unique like the Super Hero, a Warrior Hero
continually re-emphasizes her or his identity as a member of a cultural group that she or
he speaks from within. The Warrior Hero meets the able-bodied populous‘ justifications
for ignoring or marginalizing physically disabled bodies with direct opposition. Anxiety
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that emerges from others recognizing their own biases toward physical disabled bodies is
enjoyed and often interpreted as necessary to realizations that lead to change. My analysis
of the Warrior Hero will now move on through the narratives of Nora and Beatrice to
illuminate the victories and ongoing challenges of embodying the physically disabled
hero identity.
Nora, a professor of nutrition who has an atypical gait due to having polio as a
child noted, ―I started understanding that well, even if I couldn‘t change the world I could
give voice to some things that I thought were moderately unconscionable (laugh).‖
Nora‘s performance of her colleagues‘ ignorance and at times prejudice is light hearted,
even playful. She enjoys the interactions that bring the desired results of increased
accessibility of the campus. Her performance lessens the severity of the potentially harsh
judgment of the unconscionable behavior of her colleagues. Nora positions herself as
calm and patient, a teacher who understands the struggle some must undertake to reach
the appropriate conclusions and one who will take the time to lead them there. In the
following narrative, she performs her intetraction with a male colleague. As a character in
her story he emerges as not only an individual, but also the potential voice of a
masculine, able-bodied administration:
I Don‟t Accept Your Premise
N: One time
I got into a really major fight with one of my colleagues at a meeting
that was a small group of equally powered people
and that colleague saying to me and to the group
(voice lowered – performing male)
―well um we don‘t really need to worry
about that wheelchair accessibility on the second floor of the library
(Switching back to narrating voice)
because of this and this and this‖
I said (pause for emphasis)
―I don‘t understand that (flat, straightforward delivery)
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I think that it‘s our obligation
if those stacks are accessible to some of the students
they need to be accessible to all of the students‖
(Slow delivery – friendly and challenging—pause for emphasis)
(performing male voice-slightly higher – fast – forced)
―Well no no no we can‟t do that we can‘t (false start)
we can‘t implement and so (pause struggling)
the students if they‘re not accessible to
would want them to be accessible to the other students‖
(higher voice-performing self)
―No (pause-dramatic emphasis)
I don‘t see the world that way‖ (laugh-enjoying story)
(slightly deeper delivery-directed toward audience)
and they were very startled (laugh)
(performing self again)
―as a person who‘s not always had full accessibility I have to tell you that
when you‘re in a competitive environment it‘s very disconcerting
to hear a person say that some people have preferential competition
(pause – emphasis)
lots of courses in universities are competitive environments
one way they‘re competitive environments is
that some faculty grade on the curve
(slow delivery- higher – explanatory voice)
now (pause)
if a faculty member grades on the curve that means they expect
a hierarchy of success‖ (laugh-enjoying story)
and I said (higher voice-patient, slow delivery) ―It seems to me
that the student who can walk up to a book and pull out
exactly the book they need
has a much higher chance of being successful in their term paper
than a student who has to preconceive
which of those books (drawn out emphasize)
will have the content I need that will make my ah (pause)
term paper stand out to be a great term paper‖
so I said
“No I don‘t accept your premise (pause-slow delivery emphasis – laugh)
You know you don‘t have to accept mine (laugh-addressing audience)
but my premise is I worry about limited accessibility to some students
(slow delivery – emphasis)
when some of them are in a competitive environment
and have a disadvantage
so you know I might not be able to change anything
but I‘m gonna keep speaking
about how we shouldn‘t make things differentially accessible‖
(switch to narrator)
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They ended up making the whole library accessible
Without exceptions (laugh)
Nora begins her narrative by emphasizing that the group is ―small‖ and
―equally powered.‖ She draws attention to the fact that she is on par with the other
characters within the story, not vulnerable. Nora performs herself as calm and
lighthearted; her character takes shape as a sharp contrast to the deep voice and
rushed speech pattern of her male colleague. She speaks slowly, confident and
unwearied, as though she is explaining a concept to a novice student, patiently
guiding him to her conclusion. Nora triumphs in her narrative, the entire library is
made accessible. Performed through her physically disabled body, she is granted
authority; relaying the feelings of the hypothetical disabled student who
potentially needs to write a term paper in a highly competitive class, in the first
person, ―which of those books will have the content I need.‖ Her reasoning is
delivered without interruption and constitutes her desired outcome. Nora performs
the battle of the warrior hero, making the fight tangible, specific and victorious.
Throughout her narrative, she emphasizes over and over that she ―said,‖ drawing
attention to narrative as a re-performance, a past performance of resistance that
was significant in that she, as the protagonist was successful in the confrontation
and dismantlement of stigma and prejudice toward disabled bodies in a specific
time and space. However, unlike the super hero narrative, the fight is not over,
one triumph is only a battle in an ongoing war against the dominant culture‘s
stigmatizing meanings, and even stories of specific battles are not always stories
of triumph, as our next narrator demonstrates.
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Beatrice, a theatre professor with a disability that hinders her growth and causes
her to walk atypically, illuminates the complications of enacting a physically disabled
Warrior Hero without the influence necessary to persuade other characters. As a Warrior
Hero, Beatrice positions herself against an undefined ―they‖ – an uncooperative
gatekeeper and corporate ―other.‖
I‟m Going to Teach from the Garbage Can
B: Um there was one instance
when I went in to teach in a classroom I hadn‘t taught in before
and I was using that check enhanced um (pause- searching for word)
podium thing
but literally (pause) I couldn‟t see the podium
and it was supposed to be wheelchair accessible
and there was all the electronic stuff on the podium
so there was ( false start)
literally (pause-dramatic emphasis)
All the seats were fixed
there was nothing to stand on
so (pause – dramatic emphasis – sigh)
I went over and I turned over the garbage can and I brought it over
and I taught from the garbage can
and I mean I turned it in to a theatrical moment for my students
(pause-dramatic emphasis)
and so I requested a stool
or some sort of accommodation (voice higher-frustrated)
and I refused to just go to Wal-Mart and buy myself one
I am going to make a request (slow emphasized delivery)
and I am going to force them to make this accessible to me (sigh)
They brought out catalogues of like
university sanctioned vendors (sarcastic)
So I picked a stool which was about 150 dollars
when they could have gotten one for ten dollars
if they just wanted to go Wal-Mart or something
and then we ordered it
it didn‘t come until the last week of the semester (sigh)
so I just said (voice rising – agitation)
I„m going to teach from the garbage can
until I get my stool to make a point
I would turn over the garbage can everyday
and teach from the garbage can
and it was things like that are really irritating to me
so a simple request like
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I need a stool to stand on so I can see (sarcastic)
this had to go through so much bureaucracy
that it wasn‘t worth asking (slow delivery-emphasis- sigh)
Beatrice, like other Warrior Heroes, performs through her disabled body to ―make
a point” to the able-bodied members of her institution. Rather than performing the
institution through a character as Nora did, it is positioned as the non-descript ―they,‖ the
―bureaucracy,‖ the overarching able-bodied biased institutional power that the Warrior
Hero takes on in performative resistance. She aligns herself with the accessible vendor
Wal-mart, juxtaposing her and the large chain to the elitist institution and its ―sanctioned
vendors.‖ Beatrice‘s sarcasm communicates her frustration and disbelief, constituting the
long quest to get her stool as overly complicated to the point of absurdity, and alluding to
evidence that future requests of the physically disabled populations, ones that are not as
―simple,‖ will encounter even more obstacles.
Beatrice performs herself as tired at the end of her struggle with the
administration, ending with a long sigh. At the close of her narrative she emphasizes her
reasons for turning over the waste receptacle each day to perform her professorial role:
I Was Trying to Make a Point
B: You know (pause-dramatic emphasis)
and then I had to prove like (sigh)
they had to go through all these systems of approval
and you kn‘ (false start)
and then my um dean
had offered to have one of the staff go get one and I said
No (pause-dramatic emphasis)
I want to use the system and see (pause)
I mean (hesitation) I was trying to make a point (pause)
I mean this time it was a stool (sigh)
but if it was something more serious (false start)
something that I would have needed to do my job (sigh)
I was trying to make a point
and I think the point was made
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but I don‘t think anything got any better (quieter delivery)
but I don‘t know (trail off)
As a Warrior Hero, Beatrice attempts to make a point and is fairly confident (―I
think the point was made‖) that the system to grant accessibility is flawed, oppressive and
difficult to navigate. At the end, she trails off, wistful and still frustrated. The able-bodied
antagonist within her story is not a person with whom she can debate and leave
speechless as she persuades her or him to her outcome. Instead it is large, nondescript,
deeply embedded into an institution‘s communicative structure and as a result difficult to
locate and dismantle.
Confronting dominant discourses that perpetuate the stigma and in turn the
anxiety of the physically disabled body in professional spaces potentially evokes anxiety,
for both the Warrior Hero and those around her or him; taking on the role of the
identifiable opposition to dominant cultural beliefs can be tiring, frustrating and
disconcerting. Unlike the Super Hero who takes on specific adversaries located in
individual human bodies that can be confronted, outsmarted, won over, and/or defeated,
the warrior hero‘s confrontations and triumphs are only momentary crystallizations of
deeply embedded cultural prejudices that are never completely purged from society; the
war is never over. As the Warrior Hero exposes deep-seaded prejudice and draws
attention to the stigma that induces the anxiety others wish to calm, they, like Beatrice
and Nora, are met with resistance. Many Warrior Heroes noted the exhaustion
intertwined with their institutional roles. Jesse stated, ―I refuse to always be on.‖ Sarah,
a professor of disability studies with a noticeable irregularity to her gait included
candidly and with some amusement, ―sometimes I get aggravated just like anything and,
you know, I snark, I try not to snark at students (laugh) but it doesn‘t always work‖
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(laugh). The recognition of the stigma and resulting marginalization and oppression that
accompanies the physically disabled professional helps us understand the emergence of
our third hero, the Tragic Hero.
The Tragic Hero: Performing Acceptance of an Anxiety-Inducing and Lacking
Body
The Tragic Hero materializes as tangible evidence of the reality the Super Hero
narrative overcomes and the Warrior Hero narrative engages. Performances of tragic hero
identity were the least common within the narrators. Perhaps because those who selfidentify as physically disabled professionals and respond to a call for a study focused on
physically disabled professional identity, do not often position themselves as Tragic
Heroes, ultimately fated to leave the professional space. Within the Tragic Hero
narrative, the physically disabled body leaves the professional space due to the anxiety
their bodies cause not only others, but themselves. The Tragic Hero succumbs to defeat
and ceases to struggle over a body marked unruly and deficient in the professional space;
focusing on the visceral dependency of experience, of the blood and tissue of a body that
allows and forbids it to move in certain ways and impacts performance decisions. The
Tragic Hero perpetuates the meanings of the physically disabled body as lacking and
therefore anxiety-inducing for themselves and others, rendering it illegitimate in certain
professional spaces. Herman, a self-employed farmer became a quadriplegic in a workrelated accident. After years of depression and then part-time work, he was able to get a
position as an administrator at a university due to a disability rehabilitation program. He
explained, ―there‘s a lot of things that people with disabilities deal with and you just do.‖
Rhonda, a museum manager who came down with rheumatoid arthritis 10 years into her
career and went back to school asserted, ―you have to be realistic on your abilities now
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and later.‖ The anxiety surrounding the Tragic Heroes bodies is constituted in interaction
and to mitigate it, they remove themselves from particular professional contexts. In their
narratives, physical disability is an inevitable fate, a tragic flaw of their bodies that they
nobly accept as those around them mourn. My analysis of the Tragic Hero moves through
the narrative of Yann who left his professional role and of Ernest, who made the
decision to not pursue one.
Yann, a plant manager, performs his role as a Tragic Hero going to battle one last
time for his employees before needing to accept defeat and leave his position as the
manager of a manufacturing plant. After 31 years of service, he could no longer work
amongst the fumes produced in manufacturing because of a degenerative lung disease.
Yann positions himself in opposition to the younger vice president of the plant who,
unlike him, cares only about profit, not about the people employed. Yann triumphs one
last time against the younger new establishment before he is forced to leave because of
his fatally flawed body‘s inability to breathe.
At Least I Was Going Out on a Good Note
Y: I had five weeks comin‘ (cough)
and it was a month before I was leavin‘
I‘d already give‘em notice (sigh-clear throat)
he called and he wanted me to lay off 21 people (cough)
and he wanted me to do it on Wednesday (cough)
I said why Wednesday Dave (Higher voice questioning -clear throat)
Why would you want to lay ‗em off on Wednesday
we never lay off before Friday? (higher delivery-questioning)
he said (false start – cough)
well he says ―if we lay‘em off Wednesday
(higher tone – performing younger boss)
Thursday‘s the first of the month
so if they get laid off Wednesday
we won‘t have pay for their insurance over the next month‖
(long sigh –pause)
and I went home (cough) that night and I thought about it
and thought about it (cough-clear throat-sigh)
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and it drove me crazy thinkin‘ about you know (sigh)
those people losing their insurance and everything
at least if we went to Friday
they‘d be covered for another month so (cough)
I went back that day
and the next morning I had all the supervisors give me a list
of who could make up that 21 people (pause)
of course this is Tuesday now (cough)
I thought about it again Tuesday night
went in Wednesday morning
called all the supervisors up the office
sat‘em down in the conference room and told‘em
we weren‟t laying anybody off until Friday and that‟s all there was to it
(long cough as line is delivered – emphasis)
And I said (clear throat)
if we‘re goin‘ go down as a company
and I‘m goin go out as a manager a plant manager
I‟m sure gonna walk outta here
without feeling like I give anybody a royal hosing (sigh)
so I didn‘t do it and when my boss the vice president (softer sad tone)
was about 35 years old and I was 61 years old
I had kids older than him and he come in and he start chewin‘ me out
and ramblin‘ and raisin‘ and what not and he said
(performing boss- higher more shrill)
“I‟d FIRE you except that why er
what‟s the sense I‟d have to give ya severance if I fired ya
I might as well let you work out till you leave on your own‖
(change in tone – lower voice)
So him and I never got along anyway
cause of his attitude toward people (sigh)
so (change in tone – wistful)
at least I saved twenty five people (false-start)
twenty one people from losin‘ their insurance for an extra month (sigh)
so I felt at least I was goin‘ out on a good note
so it was worth gettin‘ chewed out (laugh –cough)
Yann, like Nora, performs himself as sure and confident, his voice deep and
slow. In contrast, the boss he performs as volatile, introducing him as flat and
unexpressive, then raising his voice to sound shrill toward the end when Yann resists
him. In the end, like Beatrice, Yann sounds tired. He alludes to multiple past
confrontations with his younger boss, positioning him as a recurring adversary: ―we
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never got along.‖ Yann emerges as a warrior for those of lower socioeconomic status
who must retire due to his changing, disabled body. His retirement is a tragic loss to those
around him. The boss whom he resists serves as a characterization of the heartless,
calculating, and explosive next generation of leadership that will rise up in Yann‘s
absence. Toward the end of his narrative, he notes that a woman whom he had earlier
described as a ―complainer,‖ comes to him in tears to ask, ―who‘s gonna look after us
now?‖ Another employee tries to find solutions for him to stay, searching for the
accommodations warrior-heroes advocate for: ―You know, you really don‟t have to come
out on the floor. Why can‘t I do it for you, and you and I can meet in the office, and we
can discuss it there?‖ Yann does not perform his own response to the employee, only his
reasoning for not accepting the offer, ―that (clear throat) wasn‘t my style of management.
I didn‘t ah, (false start) I was a hands-on type guy, and to have to sit in the office and wait
for someone to come and bring me the information to make my decision, sort of made me
feel that I really wasn‟t performing the way I should.‖ Yann professes that he is unable to
perform his desired professional identity with his present lungs. Rather than negotiate the
anxiety surrounding his changing body, he alleviates it through leaving the professional
context, loved, esteemed, and mourned, yet a hero.
As a Tragic Hero, Ernest does not leave a professional role. Rather, he opts to
never enter it. Unlike the other tragic hero narratives, Ernest has been disabled
throughout his professional career. He is an accessibility coordinator at a university who
uses a wheelchair due to a diving accident and has limited use of his arms and legs.
Despite the fact that his family and social worker assumed that he would never have a
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career, he defied their expectations and went to college and graduate school and became
an administrator.
Do you think he sounds like a Super Hero from that introduction? That happens
at times since these identities bleed into one another. They emerge in our daily actions
and the stories that follow them – they are not located in individual bodies.
Ernest decided to go back to school to become a professor of rehabilitation midcareer. As he finished his degree, a complication arose:
I‟m Thinking of Giving Up on the Idea of Teaching
E: About two years ago I went through some surgery
that has a side benefit
put that in quotes
that paralyzed my right vocal cord (dry laugh)
so I‘ve been going through vocal therapy for about the last year
and we‘re just at the point now that I have a speaking voice
I was sounding like Mickey Mouse until about six months ago (pause)
So this is kind of a young voice that you‘re dealing with today (sigh)
and that‘s why it‘s getting a bit sore (pause)
And ah (false start) as a (hesitation)
maybe you want this I don‘t know (pause)
as a doctoral student the majority of um
careers are in teaching (stumble – false start)
teaching advising students and doing research
those are the three things that you do (pause-sigh)
and so I‘m thinking of giving up on the idea of teaching
and ah thinking about going back in to an administrative role of some
kind (sigh)
When I checked back in with Ernest a year later, he had decided not to pursue a
career as a faculty member and was currently unemployed and looking to apply for a
different university job. Throughout this portion of the narrative, his delivery is flat and
unexpressive which may stem from his acceptance of the inevitable fate of one who loses
his voice, or it could be the performative choice made by a body trying to conserve air.
Earnest intuitively wonders, ―maybe you want this, I don‘t know.‖ With his question, he
ponders the potential significance of the professional identity he will not pursue through a
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physically disabled body. Narrators are at times, like Ernest, hesitant to tell stories that
position them as a Tragic, rather than a Super or Warrior Hero. These stories are harder
to tell. They are personal performances of failure rather than success or an ongoing
struggle, devoid of the hope and/or inspiration that accompanies stories of the first two
heroes.
The Tragic Hero narrative is recurrent throughout a culture that deems the
physically disabled body lacking and incapable of embodying various professional roles.
In the Tragic Hero narrative, the physically disabled professional reiterates the sentiments
of the able-bodied culture, that her or his own body is incompatible with particular
professional identities. Ulmer, an architect who now uses a chair due to an ice climbing
accident noted that he is self-employed because, ―Generally people would rather not have
to accommodate somebody else –that‘s just a fact. I mean, if you can find an employee
you don‘t have to accommodate, why would you bother with somebody you do?‖ Rather
than struggle against able-bodied bias, the Tragic Hero recedes from a professional role,
mourned and loved, respected as the unjust recipient of their bodily fate. The Super Hero
triumphs over the Tragic Hero identity, the Warrior Hero resists it on behalf of all
physically disabled people and our final hero, the Anti Hero personally struggles against
it.
The Anti Hero: Performing Opposition to Cultural Anxiety and a Tragic Identity
The Anti Hero narrative emerges in conflict; performing personal struggle and
defiance. The Anti Heroes are at war with others and at times their own bodies, rejecting
others‘ interpretations of their bodies as deficient and in turn unjustly occupying a
professional space. Due to a stroke, Alvin, a professor of political science, is a
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quadriplegic and takes several seconds to form each word. Alvin fatigues from speaking
and chooses his words very carefully. The physical constraints of his body force him to
choose his words carefully so that meanings emerge concise. Park-Fuller (2000) reminds
us, ―In asking audience members to bear witness we are asking them to stand in with the
performer/narrator, to inhabit for a moment the narrator‘s world,‖ to co-embody an
identity (p. 37). Anti Heroes ask their audience to see professional identity with them, to
empathize with their frustrations over the injustice of their colleagues‘ judgment.
Alvin succinctly weaves the story of an Anti Hero: a professional who refuses to
quell the anxiety surrounding his disabled body through leaving as a Tragic Hero; he
positions his colleagues as initially supportive of him, visiting him often, and never
speaking of his future; though his family hears secondhand that it is understood that he
would not return to work because his colleagues, ―mention it to other people.‖ Members
of his institution are never named, but referred to as ―people,‖ ―they,‖ or by their
professional role. Alvin constitutes them as members of a larger structure that
collectively assumes that he should, ―be the tragic hero, or whatever.‖
Alvin‘s refusal to willingly leave his professional role is met with hostility,
despite his role as a tenured faculty member with the most seniority in his department. He
resists the distinction of an Anti Hero by moving to his professional achievements prior
to the stroke:
I Was Involved In Hiring All of Them
A: I. was. the. on.ly. full.time. prof. when. I. came. there. now. are.
sev.en. and. I. thin.k. when. I. had. a. stroke. there. was. some.thing. like.
four. And it. was. kind. of. like. back. to. squa.re. one. when. I was. luc.ky.
to. have. a. job. for. a.while. I. was. chair. of. the. dep.art.ment. and. now.
12

12

The transcriptions of Alvin’s speech include multiple periods between words to draw attention to
the long, multiple pauses involved in the formation of each word.
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I‘m. hap.py. not. to. be. chair. but. to. some. deg.ree. I‘m. sort. of. the
sen.ior. sc.hol.ar. who. has. been. there. for.ev.er. cause. I‘ve. been. there.
long.er. than. any.one. else. I. was. in.volved. in. hir.ing. all. of. them.
Alvin moves through his history as the first fulltime hire and the former chair. He
includes that he no longer wants the position as chair, positioning himself as respected
before his stroke and neither demanding nor power hungry. He is hesitant to claim
unofficial titles, ―I‘m sort of the senior scholar,‖ but situates himself as the original
gatekeeper of the department, ―I was involved in hiring all of them,‖ and as a result,
arguably the most legitimate to remain but ends up ―back to square one‖ due to the
changed physicality of his body. Alvin was tenured before he left, but:
Some Administrators Were Like It Never Happened
A:When. I. had. the. stroke. and. came. back. some. ad.min.ist.rat.ors.
were. like. it. nev.er. hap.p.ened. and. even. things. like. office. space. I.
was. put. in. there. with. first. year. faculty. memb.ers. at. the. bot.tom. of.
the. list. so. bas.ic.al.ly. I. was. one. of. the. peop.le. look.ing. for. off.ice.
space. or. what.ev.er. and. lots. of. rules. with. pre.tens.es. to. my. fail.ure.
we. had. a. chair. who. was. pret.ty. much. an. ad.vers.ar.y. of. mine. he.
would. in.tro.duce. things. like. aft.er. a year. my. teach.ing. files. would.
be. re.viewed. and act.u.ally. I. thought. I. well. I. bet.ter. I. bet.ter. ag.ree.
to. some. of. it. ba.s.ic.al.ly. not. say.ing. much. just. like. an.y.one. else.
with.out. t.en.ure. was. sort. of. like. be.ing. hir.ed. all. ov.er. ag.ain.
JA: So you had your teaching reviewed again?
A: The. int.er.est.ing. thing. was. he. did.n‘t. end. up. do.ing. it. so.
noth.ing. hap.pened. I. think. It. was. done. in. part. as. sort. of. a. scare.
tac.tic. to. make. my. life. diff.ic.ult. and. to. see. what. I. do.
Real.ist.ic.al.ly. noth.ing. hap.pen.ed. There. were. some. adj.ust.ments.
but. that. was. int.er.est.ing. in. the. way. it. hap.pen.ed.
Alvin's Anti Hero story has a happy ending. At the close of his narrative, Alvin has
retained his role as a tenured faculty member, acquiring accommodations to allow his
success (a computer that aids him in lecturing and an accessible classroom). He positions
himself as patient and long suffering, enduring prejudice and agreeing to some of the
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unjust institutional demands of the administrators, ―basically not saying much.‖ The
―adversary,‖ the chair, is exposed as insignificant, difficult and bothersome but not
threatening. From a position of success, the story of struggle is now ―interesting.‖ Aside
from the chair, his unnamed colleagues are undeveloped, the nondescript masses of the
oppressive institution, inappropriate, ignorant, ironically unprofessional, but not
devastating. Like Xavier, Alvin narrates from a position of success over adversity, yet his
success is not met with esteem, but grudgingly granted through his unwavering
perseverance.
Travis, a health and safety officer at his university who is a quadriplegic due to a
degenerative disease also retains his professional role despite his colleagues‘ resentment
toward accommodations for his physical disability. Similarly, to Alvin, those critical of
him are referenced only by their institutional membership, not by name: ―I get ah remarks
from coworkers or others um my hours are I usually come to work at nine and most
people here come to work between 7 and 8 so I‘m seen as a in a sense sort of a slacker
um but I probably get up earlier than most of them do.‖ Corinne, a computer analyst
with fibromyalgia and no visible symptoms also chose not to name nor develop the
characters of her colleagues, referring to them only as ―other people in the office‖ After
narrating an hour-long story of her struggle for accommodations for the chronic pain
associated with fibromyalgia, she emerges tired and frustrated:
And There Was Resentment
C: and there was resentment that I was getting
this attention you know (pause-sigh)
other people in the office didn‘t have a new chair or
um a keyboard tray or even just the screen that you (false start)
the paper holder you put next to your computer
a footrest and and other people didn‘t get to stay at home and work er (pause)
write every now and then
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and literally it would be like once a month (slow delivery, sharp emphasis)
it was so small
Corinne lists her accommodations quickly, spending little time in her description,
positioning them as insignificant, ―so small.‖ Corinne emerges defensive; compelling her
audience to agree that she is not among the ―some people‖ who ―milk it‖ that Zeb refers
to in the opening of the Super Hero narrative. She is treated as ―different‖ than other
people and is met with the negative response Victor asserts comes with emerging as
―special‖ in the workplace. Corinne resists the judgment of her colleagues by
emphasizing the slight nature of her difference. She does not stay home often but
―literally… like once a month.‖ In her stressing of the minor nature of her
accommodations, Corinne cites the convictions of the dominant culture that disabled
people take advantage of the system and get unwarranted special attention, even as she
resists these beliefs. Unlike Alvin and Travis, Corinne finally, after over a year of
struggle, decides to leave, ―My boss said she felt I had manipulated her, I knew I had to
just leave‖ (flat delivery). At the close of her narrative, Corinne has quit her job and
moved to another position in the university where she hopes to have a more positive
experience.
Wendie, like Corinne, passes for non-disabled. While in the process of applying
to graduate school because of a desire to change careers from a field scientist for the
government to an academic, she injures her back at work. Her story begins with her
encounters with her younger able-bodied colleagues upon her arrival at the school ranked
first in her field. She is met with hostility and interpreted as an Anti Hero, an imposter
that could not possibly be an environmental field scientist:
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How Could You Be A Scientist?
W: I was treated most poorly by the students who were in their 20s
who were outdoorsy and loved the environment
and had gone on outward bound and whatever
and would say in the most naïve way
(pause – drawn out speech –higher – younger voice)
―well how could you be a scientist
a field scientist or an environmental scientist
if you can‟t sit if you can‟t hike?‖
(switching to narrator‘s voice)
you know I‘d already hiked actually (irritated/sarcastic)
I would get other people (pause-false start)
I would go with very strong people
they would carry my backpack
because I was figuring out how to go up
turns out that if somebody gave me a toe line (false start)
(slower speech pattern-explaining)
Just the fact that someone was giving me a toe line sort of up
in other words if I had like a leash from somebody else
I could go up a steep trail and it it (stutter-hesitation)
whatever muscles or nerves that it took to lift my own leg to go up
as long as I had some momentum
it didn‘t cause that whole spasm reaction
so if I cause the spasm reaction then I can‘t walk anymore then I
you know (pause – searching)
on the trail until I stop spasming and there‘s no ice packs on the trail
(faster speech pattern)
and you can do a quick cold pack but then you‘ve used it (pause – sigh)
but I had already by that time figured out how to hike
though not carry my own stuff (softer speech pattern)
or find hiking trails that had low grade because I love to be outside
and I had plenty (pause –hesitation)
and at the time I was able bodied
I had plenty of you know
tough outdoorsy friends um
and I thought that I would meet more when I moved but
in fact by leaving my outdoorsy friends
who knew me as an outdoorsy able-bodied person (pause-sigh)
I took on a whole new identity that didn‘t (false start –struggling)
it wasn‘t my (false start)
it wasn‟t the identity I felt
Wendie, like other Anti Hero narrators, makes the performance choice to not to name
her colleagues, positioning them as younger, wide-eyed and passionate about the
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environment, but ignorant and ―naïve‖ in their prejudice toward her. Her voice gets
higher and slower as she performs them; they emerge child-like, high-pitched,
incredulous, unreachable but not malicious. Wendie performs her response to their
question toward me, ―you know, I‘d actually already hiked,‖ giving me the impression
that as an Anti Hero she did not have the opportunity to persuade her peers to see her
differently. Throughout her performance, Wendie takes on the role of an informed
narrator, explaining the situations for me, her audience, in ways she could not for the
characters in her story. Within the space of her narrative performance, she is an authority,
able to function as an interpreter to her audience, a role she could not embody in her
professional context as an Anti Hero. She interprets her peers unwavering judgment as
directed at her relatively new body. Unlike her ―tough outdoorsy friends‖ who knew her
before she became disabled and were compelled to help her maintain her identity as an
athlete, her peers see her only as disabled, an imposter, and remain steadfast in their
judgment of her as a non-athlete, not ―outdoorsy,‖ and an illegitimate environmentalist.
Wendie ends this portion of her narrative with her personal struggle against the
realization that her identity is dependent upon others‘ interpretations of her body, that
identity is in fact, as Butler (1990) asserts, ―only real to the extent it is performed;‖
unable to perform outdoorsy, Wendie takes on, ―a whole new identity‖ an identity that is
relatively new and feels foreign to her. Wendie emerges not only in conflict with others,
but with her own body, forced to navigate the identity her body compels others to assign
to her.
Wendie did not disclose her disability to her graduate school or her potential
advisor. Patty, a college mathematics instructor added toward the end of her narrative
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―Um one question you haven‘t thought to ask is, ‗do I disclose in a job interview,‘ and no
I don‘t ever, I never mention it, I feel like if they knew ahead of time, that they wouldn‘t
hire me. (flat delivery)‖ Those who can pass as able-bodied have the option to conceal a
physical disability in order to gain entry into a professional role. However, to not disclose
risks positioning oneself as deceitful and manipulative, traits associated with the villains
or Anti Heroes:
That Was the Nail for Me
W: I couldn‘t get there by public transportation
I had to drive
so I‘m driving which causes me incredible pain
and causes me to spasm
so after driving to his house there‘s no way
it‘s not that far a drive
but there‘s no way I‘m going to be able to sit to stand
so I spent the semester laying on his floor once a week and that
(pause-dramatic emphasis)
that was the nail for me
even though I worked hard
all the grad students said
I worked harder than anyone (drawn out-pleading-frustrated)
you know like it was incredible right um
well first of all I didn‘t spend all that time exercising
I walked a lot
but I basically threw myself into graduate school (fast speech pattern)
but what he said was
―people get hurt working with me
I don‟t take you you‘re already hurt‖
(slow delivery—higher voice – confused – disbelief)
and I was like (pause false start)
and I didn‘t have the savvy to say that in itself is discrimination
“that‟s not how you decide who you take as a grad student
(slightly deeper voice- emphasis-pleading)
right um we could figure that out
if you would give me the opportunity‖ so um
to this day
that is a very that‘s a very a very disappointing interaction (sigh)
Wendie positions herself as strong and courageous, the story mirrors Xavier‘s
chewing aspirin and chasing it with black coffee – she endures the pain of the car ride
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and does not miss a class, even if it means lying on the floor throughout it. However,
Wendie is not accepted as Xavier was, revealing the vulnerability of personal hero
identities. Rather than gaining admiration and access, her endurance serves as ―a nail‖ in
a coffin, and she never gets to demonstrate how she can get up a hill like Xavier proved
he could get up the stairs. Wendie performs the professor‘s voice the same as the ―naïve‖
graduate students. His voice is high and has a questioning disbelief. Like her peers, he
emerges as obstinate, unwavering, and impossible to persuade. Again, Wendie addresses
me, her present audience, who unlike the characters in her story is able to understand,
empathize, and collaborate in my realization of the potential for solutions, that with the
opportunity they ―could figure that out.‖ She explains that she didn‘t have the savvy to
say, ―that in itself [was] discrimination.‖ As the narrator, she performs a younger, more
naïve, and overwhelmed self, unaware of any means to resist the recurring prejudice
against her.
In the middle she pauses as she critiques his decision and asks me to
communicate my own understanding, ―right?‖ I say nothing but recall nodding in
agreement at the time. She trails off, while this happened ten years ago, the wound
materializes as fresh. His response is not ―interesting‖ as was Alvin‘s department chair‘s.
She is not amused like Nora nor is she simply annoyed like Dierdre. In the time and space
of the narrative performance she is not a Super Hero who triumphed nor is she a Warrior
Hero situated in a position of influence and able to fight on behalf of others. She fights on
behalf of herself and at the moment narrates from a space of defeat and asks me, her
audience, a physically disabled new academic to resonate with her, to co-constitute
resistance to her Anti Hero identity with her through my empathy and understanding.
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She develops the professor‘s character further, positioning him as still significant
and important to her identity as an academic. She narrates that when she runs into him at
conferences in her field he pretends he cannot hear her even though he responds to others
who are sitting the same distance away. She reiterates that the problem does not rest in
her voice, I don‘t speak quietly, someone who is sitting the same distance from me gets a
response because, well you know. She trails off at the end of this sentence. As a
physically disabled person and researcher of physically disabled people‘s narratives, she
asks me to affirm without her elaboration that I understand his silence is a performance of
prejudice; I do, and we continue. I did not speak at all during the 3 hours of Wendie‘s
narrative. In her narrative, Wendie performs herself forging through discrimination and
graduates with a PhD from the top institution in her field, acquires a prestigious post-doc
and is offered a job at a research institution in a region of the country she finds desirable.
Through yoga and alternative medicine she gains the ability to sit for two hours at a time,
allowing her to pass for able-bodied. Shortly before she is scheduled to arrive at her new
position there is a medical breakthrough that can correct her back injury and she opts to
undergo the surgery that will have a two year recovery period and a welcomed end to her
long battle against her own body nears.
Wendie took time to explain why getting the back surgery was helpful to her
career, from sitting and writing up research, to travelling on a plane to driving to remote
places to conduct her fieldwork. Her narrative tone reminded me of Corrinne‘s petition
for me, as her audience, to agree that her accommodations were ―so small.‖ From the
position of an Anti Hero, both women look for the understanding and collaboration of
their perspective. I nodded throughout Wendie‘s explanation. After enacting the role of
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an audience member for 22 narratives before hers, I felt anxious for her, worried that she
may not take the time to convince me it was necessary if things had went well at her new
place of employment. Things did not go well. After her lengthy explanation she said, ―So
I got here in August and I have never been treated like I was treated when they offered
me the job,‖ before reenacting the discussion she had with the chair of her new
department, six months after she arrived. While her war against her own body is for the
most part over, she can now pass for able bodied. Her pain only slight and tantamount to
a sports injury that as an athlete she must be mindful of, but not cease activity, the stigma
that emerges around her body continues in the time and space of her narrative
performance:
It‟s Clear to Me that You‟re Fundamentally Dishonest
W: I ended up feeling that this guy who had been so excited to hire me
and had been so pleasant until I had my back surgery um
and I said (pause)
“what is going on? (soft, higher, slower delivery)
I feel like (pause – struggling)
I don‘t know (pause – hesitation)
there‟s a whole different interaction I don‟t understand”
(change to narrating voice)
and his response was (pause – deeper voice, performing Chair)
―I feel like it it‘s clear to me that you‟re fundamentally dishonest
because you did not disclose who you were (slow delivery -accusatory)
when you applied for the job‖ (sigh)
Now you may or may not know (higher delivery)
but there‘s 30 days for me to file a formal complaint against him
accusing him of violating my rights
my right to not disclose a disability (pause)
sexual orientation (pause)
religion
whatever right
but instead (pause – higher tone – desperation)
since this is actually (false start)
he was actually the guy on the map
he was the only person in the department that
I had read his work while I was in grad student
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so even though he didn‘t interact with the people I was studying with
(pause)
I was at the top school for climate change and environmental science
NASSA gave 50 awards one year
to graduate students working on global change
25 went to my school our school‘s students
okay so I was in that group
I got one (flat delivery)
Wendie‘s voice was high and her speech pattern was hurried at the start of this
narrative. She performed herself as nervous, vulnerable and open, her deep voice was
higher during this portion of the narrative than at any other point in the performance. She
paused before performing the chair of her department. She positioned him in contrast,
performing his voice as drawn out, he emerges as slow, deliberate, menacing and
unwavering. Wendie takes on the role of a narrative authority, interpreting her response
to the chair of her department. She has grown and evolved in her role as a physically
disabled professional, and performs herself as aware of her options, navigating the Anti
Hero identity with the ―savvy‖ she lacked as a graduate student but chooses not to use it
in an effort to facilitate a possible future professional relationship. Like Alvin noted in his
decision to agree to some of the demands of the administrators at his institution, Anti
Heroes perform from a position of vulnerability that leaves them leery to voice the
indignation of one who is in the position of a different hero. Wendie‘s narrative emerges
from a position of rejection, from one who lacks the social capital and influence of a
Super or Warrior Hero and is not fondly regarded or pitied as a Tragic Hero.
Wendie lowers her tone as she performs the reasoning of her actions to her
audience. She takes on the role of the narrative interpreter, addressing me, her audience,
and informing me that in this later context, she is knowledgeable rather than ignorant of
her rights, and shrewdly chooses not to use them for a reason. She shifts from her narrator
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role back into the role of a vulnerable character, frustrated and pleading, as an aspiring
faculty member I felt panic for her.
Do you wonder what happened to Wendie? I do too. I get a butterfly feeling whenever
I listen to her voice again. Perhaps we can work to change cultural meanings
surrounding disability to help those who fall into Anti Hero identity. Laws can‟t really
change people‟s minds. We may have to take this on in face to face interactions –
Are you ready?
Throughout her narrative, Wendie resists the judgments of the other characters
and positions herself as capable, legitimately occupying a professional space that others
seek to remove her from. She constitutes the chair‘s professional success through her
own. He is prestigious because his work was considered to be high enough quality to be
included in her course of study. Her evidence of her school‘s prestige is delivered short
and flat, she pauses at the end, drawing attention to the irony of her receiving an award
for her accomplishments yet remaining an Anti Hero under suspicion. Despite Wendie‘s
professional prestige she is not granted tenure due to her lack of collegiality. As she notes
softly, ―people love me, but they think I (false start) they think they (emphasis) could
love me somewhere else, and I felt it was my right to be here (long sigh).‖ As an Anti
Hero, Wendie is forced to leave a position at a school and place she likes to be. She was
fighting to have her tenured reconsidered at the time of the interview. When I checked in
with her this year, it was rejected. If an Anti Hero falls from professional grace, she or he
does not leave with the honor and homage granted to the Tragic Hero. Rather, she is
punished for not agreeing to mitigate the anxiety of her body within the professional
space on her own accord, forcing those around her to engage in a performance they
resent, the uncomfortable task of removing her.
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The Anti Hero moves through the professional space under suspicion and already
found guilty. The constitution of physical disability as a fatal flaw that compels the
Tragic Hero to leave his or her position constrains and confines the Anti Hero. Rather
than accepting the fate of a Tragic Hero, the Anti Hero engages in a battle against cultural
stigma toward disabled bodies, others‘ perceptions, and at times their own bodies. While
not every Anti Hero is removed from her or his professional position, ostracism and
resentment potentially surface and re-surface in the Anti Hero‘s daily life.
Physically disabled heroes emerge in interaction and are dependent upon the
contexts and interactions through which they take shape. One cannot perform as a Super
Hero unless others interpret them with esteem and admiration. Warrior Heroes depend on
the acceptance of their colleagues in order to perform resistance to the broader prejudices
on behalf of other physically disabled people. Anti Heroes engage in a struggle on their
own behalf, resisting the identity of an imposter or villain. Performing from the periphery
they are forced to concern themselves with their own defense and self preservation.
Please, do not take away from this piece the admiration of some participants and the
pity or disdain for others. Instead, focus on the vulnerability of reality as it is constituted
through performance. Each Super Hero could be an Anti Hero. Perhaps in some spaces,
they are.
Conclusion: Understanding Heroes as Cultural Creations
One should not mistake the Anti Hero for simply a defective warrior or Super
Hero or a stubborn, unreasonable Tragic Hero. Nor is the Tragic Hero simply a person
without the fortitude to embody one of the other three. Super and Warrior Heroes are not
inherently superior people or professionals than those whose narratives are situated
within the constitution of other heroes. Physically disabled professional heroes are not
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located within particular bodies but are cultural constitutions that surface in interaction;
performances emerging from the anxiety surrounding physically disabled professional
identity. The same narrators placed within different contexts, among different characters,
and/or within a different body, altered not only by a variance in physical ability but race,
sex, attractiveness, and/or stature could potentially constitute the materialization of a
completely different hero.
―Interrogation[s] of mundane, reiterative performances‖ of daily lives allow us to see
how we become who we are through our interactions with others (Fassett & Morella,
2008, p. 141). Through positioning themselves in relationships with others in their
personal stories, the narrators co-create who they are with their audience. These identities
are not stagnant, but open and fluid. Other stories of each character‘s life could constitute
them as different heroes. Perhaps even positioning themselves differently to other
characters, themselves and their audience, would allow the same story to be interpreted as
that of a different hero. Professionally disabled heroes are not the complex multifaceted
identities that human beings constitute daily in their interactions with each other. They
are familiar to us due to their reiteration through our culture, but they are fragile creations
that are enacted as a means to ease the cultural anxiety surrounding bodies marked as
deficient even as they move through highly esteemed professional spaces.
The physically disabled professional identity is not a stagnant reality to uncover,
but a fluid co-constitution to illuminate through analyzing human beings‘ performance(s)
of self in daily life. Whether a person knowingly plays the character, reiterating the
hero‘s attribute and incorporating it into her or his identity, heroes are creations of
humans engaging, always in the process of emerging. Culture forms and re-forms through
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interaction. How disability materializes in personal performances of identity, no matter
how deeply engrained in cultural discourse, is vulnerable to change in future
performances. The cultural creations of physically disabled heroes potentially can be
dismantled as cultural members work through the anxiety that compels us to narrow what
it means to be physically disabled and professional into a tangible character; easy for us
to understand, interact with, and dismiss. The next chapter will center on how those who
embody physical disability understand the realities of their identities performed through
bodies in pain and/or immobile and their potential personal non-story – the story they
would have had had they not lived through a physically disabled body. They will draw
out attention to the reality that ―some bod[ies] perform narrative‖ and identity, and
identities are dependent on the bodies through which they are performed (Langellier &
Peterson, 2004).
Well we made it. Are you ready to keep moving through stories? To continue to
unravel and reweave the contradictions of disability and professionalism – I hope so. It
gets more and more complex… and more and more interesting. We‟ve just begun, on to
Chapter Four.
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CHAPTER 4
EMBODIMENT MATTERS: PERFORMING PHYSICAL DISABILITY IN
CULTURAL DISCOURSE
Quinton, a professor of disability studies who uses crutches, began his interview
with:
A Fluctuating Kind of Notion
Q: You know it (false start)
disability may be constructed
it may be medicalized (slow delivery, thoughtful)
it may be all of these kinds of things
and at some times it may be meaningless (pause)
you can think about that (pause)
there are times I identify as being disabled
and other times I‗m not disabled at all you know
and there are times at which people see me as disabled
and other times people don‘t perceive me as disabled
it‘s that it‘s a (false start)
it‘s a fluctuating kind of notion
Quinton invited me to ―think about that‖ during his narrative performance. I
continued to think about it as I listened to other stories, as I transcribed the interviews,
and still now, in the midst of analysis. In this chapter, I extend his invitation to you, the
reader. Together, the participants, you and I will grapple with what physical disability is
to those marked as physically disabled within cultural discourse. Performance allows us
to move among these different understandings of experience and identity, weaving them
together into a complex tapestry that traces the emergence of ―human‖ in the time and
space of personal narrative. Some participants positioned their atypical bodies as vital to
their personal identities while others rejected their disabilities as mutations of their bodies
and distortions of their true selves. Throughout performances, physical disability surfaced
and re-surfaced as a medical deficit to overcome, a cultural construction to dismantle, and
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a personal attribute to embrace. As Quinton notes, physical disability emerges as an
identity in flux, as a shifting conundrum of mortal embodiment to struggle with, for, and
against.
Langellier and Peterson (2004) warn that while ―some body performs narrative
[. . .] the challenge [of the researcher] comes in describing this bodily participation in
ways that do not reduce the body to a collector of information or processor of stories
outside of any body‖ (pp. 8-9). This challenge is perhaps reconciled in personal stories
of physically disabled identity because as Frank (1995) notes, ―[o]nly the ill person
herself can be the story‖ (p. 141). From a performance perspective, we can expand on this
insight: the ill person‘s story makes us conscious of the body from which all human
experience emerges. Personal stories of physically disabled identity compel us to focus
upon the body that tells the story because a narrative of the disabled body is the story of
the body telling the story.
Chapter Three focused on the first of Bamberg‘s (1997) narrative positionings, the
relationship of a narrator to other characters in the story. This chapter focuses primarily
on the second of these three postionings, the relationship of the narrator to herself or
himself. The narrations in this chapter emerged predominately at the beginning or end of
the performances, at moments when the narrators took on the role of interpreters,
capturing for a moment, within the time and space of the interview, what it means to
personally embody physical disabled identity. During these portions of their
performances, the narrators interpreted the role of their bodies in their performances of
identity. At times these emerged as hypothetical narratives of embodiment, the stories
they would have told through nondisabled bodies. At other points, they were their
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potential narratives of embodiment, the stories they would tell if a cure, magical or
medical was offered in the future. And at other points, they were their future stories of
disembodiment, narratives of their identities after mortal human life ended. The story of a
body told through a body focuses the audience‘s attention on the body, and the lived
experience of embodiment in the struggle to co-constitute identity with an audience
situated, enabled and constrained by embodiment and cultural discourses.
We will begin this section with narrators who struggled over whether or not their
physically disabled bodies played a role in their formation of identity. We will then move
to narrators who perform physical disability as essential and affirmative to their
identities, a means to illuminate the path to personal fulfillment. We will then move on to
narrators who resist this positioning, instead performing physical disability as a
disruption and distortion of their preferred self. We will then struggle with those who
multi-position their disabled identities; confirming it as facilitating personal fulfillment
and disrupting their desired self-experience. These narratives grapple with the
complexities of the cultural and personal understandings and experiences of physically
disabled identity. Physical disability is a source of personal insights, understandings, fear,
and pain as well as a source of social stigma and validation. Last, we will conjecture with
our final narrators over what identity is beyond embodiment, if it is anything at all. In
their deviations from the body deemed dominant, and in turn invisible, the narrators are
aware of the magnitude of significance surrounding one‘s body in the formation of
identity. At the core of each performance is the struggle over the variations of the mortal
human body‘s movement through space, time and culture; of if, how, and why
embodiment matters emerges.
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We are about to move through narratives that contradict one another. I cannot offer a
final answer. At first I tried, but that wouldn‟t have been true to the performances that
emerged.
The (Un)Importance of Physically Disabled Experience
Victor closed his narrative in a struggle against cultural assertions that physical
ability impacted one‘s identity. I remain silent as he positions himself in opposition to the
sociocultural model of physical disability that seeks to illuminate stigma and prejudice
toward physically disabled bodies. In his resistance, he draws upon the moral model,
locating cultural members‘ hostility toward physical disability in the individual bodies‘
beliefs and behaviors:
You‟re Making a Mistake – We‟re Normal
V: If you expect people to treat ya special
you‟re making a mistake
we‟re normal we‟re average you know (pause for dramatic emphasis)
We might be a little shorter than we were before
but other than that (minor sarcasm - pause)
so I think it‘s how somebody comes (false start)
approaches anybody else
they‟re gonna be treated the way they‟re treating them
I think it just depends on how that person actually approaches it
more than anything
Victor positions a wheelchair as a minor aspect of diversity, equivalent to slight
variations in human height ―a little shorter than we were before‖ and irrelevant to others‘
interpretations of a person. He reiterates the commonness of the physically disabled body
as he emphasizes that, ―we‟re normal,‖ ―we‟re average,‖ and he centers cultural stigma
and prejudice on the physically disabled person‘s personal ―approaches‖ to interaction
with others rather than broader cultural stigma over a ―spoiled identity‖ (Goffman, 1963).
He shifts among first, second, and third person pronouns to develop his argument. He
positions himself as part of a collective physically disabled ―we,‖ and in turn addresses
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his audience as an insider ―you‖ to whom he portrays a scenario of a particular deficient
other from whom he distances himself: ―that person.‖ He emerges as a two-fold authority
on the identity he interprets, a simultaneous inside member and an outside observer of
physically disabled people who mistakenly misinterpret and perform physical disability,
and in turn suffer the repercussions of social stigma. There is an edge in Victor‘s voice as
he performs his resistance to both the medical model that interprets physical disability as
an abnormal pathology and the sociocultural model that locates stigma beyond individual
behaviors. Victor‘s closing illuminates the tension that materializes in the cultural
constitution of physically disabled identity across various models of understanding that
we will continue to explore.
Margaret reiterates and challenges Victor‘s assertions in a short narrative. Her
paraplegia emerges as both irrelevant and essential to her daily performance and identity:
Ah Geez – I Forgot
M: Um I remember the everglades boss I had for about 4 years
I went home for lunch one day
and um I got a flat tire on the wheelchair while I was at home
so I called him I said
―Roger I‘m gonna be a little late but I‘ll be back as soon as I can‖
I said ―I have a flat tire‖
He said ―well let me come and help you‖
and I said ―oh, no it‘s easy‖ I said ―it‘s no problem‖
He said ―oh no”
he said ―I‘ve got this jack that‘ll pump the car up in two minutes”
and I said ―well it‘s not my car
I said the ―flat is on my wheelchair” (laugh)
and he said ―ah geez‖ (pause – dramatic emphasis)
―I forgot you know‖ (laugh)
Margaret enjoyed telling this story, re-performing the interaction, emphasizing her
and her boss‘s turns in the exchange through delineating between their voices (I said, he
said). Her boss Roger assumes that a flat tire is on her car, a vehicle ―normal‖ or
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―average‖ bodies use for transportation over long distances. His response positions him
as close to and fond of Margaret, perhaps even protective or paternal. He desires to come
quickly to her aid, even after she responds that it will be ―no problem,‖ insisting that his
presence will be helpful. The end of the narrative, where Margaret explains that the flat
tire is on her wheelchair, reiterates that Margaret‘s body is different, despite Roger‘s
momentary forgetfulness. Her body‘s atypical needs emerge as vital to her experience
beyond others‘ understandings and interpretations of her identity. Margaret affirms
Victor‘s declaration that the able-bodied culture has the capacity to forget the difference
of the physical disabled body, yet at the same time resists, in that despite her boss‘s lapse
in memory, her wheelchair continued to be a barrier to her being able to get back to work
that would not exist if she had the use of her legs. If her boss can forget her body‘s
disability, she cannot.
You‟ve probably realized by now that I am asking you to co-constitute the importance
of embodiment to identity with me. I appreciate your participation. Thank you.
The physically disabled person‘s narrative performance adds new dimension to
Mishler‘s (1995) assertion that, the told is constructed in the telling. The narrative of
disability illuminates the body, allowing the audience to move in and among physically
disabled identity with the narrator. Alvin‟s post-stroke lips form words slowly,
performing disability in his story of disability. Yann performs emphysema as he narrates
his experience, ―I‘m (cough) limited to what I can do now‖ (sigh, whistling breath). The
audio-recording of Ernest‟s performance includes the momentary pause, followed by a
soft puffing as his mouth reached for the oxygen at lip level. Farrah, asked to stop for a
moment to readjust: ―I‘m getting a cramp just a minute.‖ Toward the end of his
narrative, Herman asked me to not turn off the web cam until I saw his assistant come to
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let him out of the video projector room because the entrances for rooms were not
designed for his body to move through independently. The end of the recording captures
a door being opened and Herman telling me, ―I‘m all set‖ before we turned off the
cameras. The bodies that are the focus of the story emerge in performance and situated
within the performance transcription, reminding us of the differences in bodily
experience that we may momentarily, like Margaret‘s boss Roger, forget.
Butler (1990) asserts that bodies matter. She argues that identities are ―only real
to the extent that they are performed‖ in daily life, existing only through their recurrent
reiterations. Greg narrated how living through a physically disabled body dictates his
daily performances of self, constituting the reality of his identity within interaction. He
paused in the middle of his story, taking a moment to interpret his narrative choices for
me, his present listener:
One Needs to Sort of Stay Calm
G: My voice isn‘t (false start)
as you may have already noticed
Is not the most dynamic thing in the world (soft laugh)
I have to sort of work at it to make it that way
and part of the reason it‘s that way is part of my temperament I guess
in terms of managing having spasticity
one needs to sort of stay calm and relaxed
so I‘m always working at being calm and relaxing for my body
because if I don‘t I get spasticity and I trip a lot
staying standing or staying seated or things of that nature (sigh)
so I‘m constantly in kind of a relaxation mode
Greg is a soft spoken, soothing storyteller; he notes that he works to stay ―calm‖ for
his body. He positions his spastic body as his primary, physically present listener to
which he caters and protects from the painful spasms that come from the unintentional
tightening of muscles within animated performances. He emerges as apologetic and
explanatory to me as an almost secondary audience. Greg positions his body as essential
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to his identity and draws attention to the fact that his performance of his identity within
the time and space of his narrative are dependent upon his body‘s needs and the
consequences of those needs not being met.
Did the above section make you think about you own body, perhaps readjust, squirm,
stretch, suddenly aware of your own pain and restriction or lack thereof? Writing it made
me more aware of mine.
The previous stories illuminate the importance of embodiment in performance.
The next ones feature how narrators move among understandings of physically disabled
personal identity. As noted earlier, the performances throughout this chapter often formed
at the beginning or end of the narratives. These are the spaces in which narrators
positioned the lived bodily experience as the root from which their identities stem;
juxtaposing the narrative they performed through their physically disabled bodies to the
hypothetical narratives they imagine they would have performed through a different
body.
Physical disability is written onto and into the flesh, blood, and bone of lived
experience. Humans are able to understand it, and in turn offer a response (Shildrick,
2005). As the able-bodied person recognizes physical disability enough to fear, reject,
admire, accept, or be intrigued by its performance, the physically disabled person
recognizes the possibilities and barriers of a body marked as ―able‖ and in turn ―normal‖
by the dominant culture. In these narratives, disability emerges as a savior from and/or
hindrance to an imagined, yet probable identity. In this first group of hypothetical
narratives, physical disability materializes as an important, affirming aspect of identity
that provides insights, understandings, and opportunities.
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Physical Disability as Personal Fulfillment and Illumination
In narratives of personal fulfillment and illumination, physical disability saves the
storyteller from their potential character flaws or lack of purpose in life. These narrators
position physical disability as the catalyst toward fulfilling lives that they would have
potentially squandered through frivolous able-bodied endeavors and lack of selfreflexivity. Their hypothetical narratives of non-disabled identity are more empty,
meaningless, vapid, selfish and/or lonely than the stories they fleshed out in the
interviews. Physical disability emerges as an enablement to their true purpose, a position
of accomplishment from which they presently perform their personal narratives of
identity.
Certain narrators cited their disabilities as a bridge to their current professional
goals. Alvin, an accomplished disability studies scholar, began his narrative with,
―un.til.13 I. be.came. dis.able.d. in nine.ty. five. I did.n‘t. st.ud.y. dis.a.bil.ity. That. was.
bas.ic.al.ly. my. loss. ‗c.ause. I. find. it. to. be. a. fas.cin.at.ing. field. I. nev.er. would.
have. f.ound. oth.er.wise.‖ Alvin resists the medical model of physical disability which
constructs his stroke as a physical deficit obstructing his movement and speech. Rather he
constitutes his stroke as a vehicle to discover his true calling as a professional, an
illumination of the path to fulfillment that otherwise would have eluded him. Corinne
positions her physical disability as not only a revelation of her purpose but as contingent
to her ability to continue to perform this role: ―I was to be on the administrative side, and
made sure when policies or purchase orders are made, they‘re with people with
disabilities in mind and that I‘m respect (hesitation) hopefully I‘ll be respected because I
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The periods throughout the transcription of Alvin’s narrative are placed to remind the reader that
each word takes several seconds to form.
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know what I‘m talking about from that end as well.‖ Corinne cites her physically
disabled body as means to legitimacy in her professional role that allows her to embody a
―bridge.‖ However, she wavers in this assertion, inserting a ―hopefully.‖ She is
optimistic, yet tentative. Her lack of certainty draws attention to her performance of a
potential narrative she desires to happen but has not yet experienced.
Other narrators moved beyond the professional sphere in their potential nondisabled performances of identity. Ernest and Herman perform the hypothetical personal
stories they would have told from non-disabled bodies as flawed and worthy of
disapproval. At the close of his narrative Ernest noted that had he not had a diving
accident he potentially would have developed a more significant socially stigmatized
disease, alcoholism. ―My father was an alcoholic, a recovering alcoholic, and ah, I think I
may have gone down that route if I didn‘t have a disability.‖ Ernest positions his accident
and resulting disability as a deterrent from a difficult life path, a savior from chemical
dependency and potential hardships. At the close of his narrative Herman says, ―I used to
love cows and dislike people and now I (stumble) now I really like and ah, and don‘t
really dislike cows, but it‘s just a 180 degrees turn.‖ Herman positions his physical
disability as personally transformative, ―a 180 degrees turn.‖ As a student services
worker he is now in community with others, he constitutes his disability as a means to
discover the joys of personal relationships and interactions, a transformation that would
not have taken place without his accident.
Travis also draws upon the notion that the lack of physical independence that
accompanies physical disability draws one into community with other people. If one is
previously withdrawn one can potentially interpret this necessity as a blessing, and a
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blessing to which those who are not enlightened by the onset of disability do not have
access:
I Have a Lot More than I‟ve Ever Had
T: I think that if you were to ah
to go over my bookkeeping so to speak in terms of of my personal assets
not in terms of my financial assets but just my very personal assets
you probably would find that I have I have (stumble – hesitation)
a lot more than I‟ve ever had in my life
and um so I‘m not sure
so I‟m not sure I would you know take a cure (pause)
my my children at different times have been very angry with my illness
because of what they were robbed of (false start)
or what they feel I‟ve been robbed of
or what they want in a relationship with me
and um (hesitation)
and it‘s like I don‘t share that
I feel like I have (hesitation)
I am um in a nonfinancial way
I am such a wealthy person right now
it‘s like I don‘t (false start) I don‘t know if I would want to
I don‘t know what
you know what what (stumble)
consequences that might have (trail off – pause)
I don‘t know if I want to risk that
Earlier in his interview, Travis compared his physical disability to a ―parachute‖
which slowed him down, and allowed him to realize the significance of relationships he
had bypassed before his illness. Travis performs his physical disability as a mean to see
the world differently, to acquire ―personal assets‖ that his nondisabled children cannot
access without the ―parachute‖ of physical disability slowing them and enabling them to
counter their perceptions of disability. Travis positions his physical disability as a valued
possession. He contrasts his perspective with his children‘s who perceive his disability as
―robbing‖ him, taking the able body that is rightfully his and also theirs as children who
desire interaction with an able-bodied father. He emphasizes that rather than being
stripped of his assets by his physical disability, he is ―wealthy,‖ taking pleasure in his
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newfound values. Travis positions himself as unwilling to ―risk‖ losing his physical
disability, of shedding the parachute that modifies his perception and facilitates his
enriched life. He is leery of the consequences of giving up a body that perpetually slows
him down enough to recognize what he previously missed. He resists his children‘s
positioning of his disability in the medical model, a deficit to mourn and shed, instead
constituting his identity through the interpretive model, as a path to greater understanding
and enlightenment.
Nora reiterates Travis‘s sentiments. She performs her physical disability as a
means to understand and see the world at a level that is potentially beyond nondisabled
people. She poses the question she began asking herself at a young age, after developing
polio as a child:
Made Me Be Um Moderately ah Comfortable in My Own Skin
N: How do I go through a society
that helps to label people (higher voice- questioning)
and build boundaries for them
and how do I figure out
which of these boundaries I want to stay inside of (slow-thoughtful)
and which ones I want to break
because it‟s my right to be who I am (slow – emphasis)
so ah (soft laugh)
I would say that made me be um
moderately ah comfortable in my own skin (hesitation)
person at probably an earlier age then a lot of kids that I was around
who were much more testing
“am I good enough for my peers”
Nora performs her physical disability as a means to crystallize the fragile
construction of the boundaries that serve to categorize and marginalize bodies. She
positions her disability as her means to come to this realization as a young child, rather
than internalizing social norms and boundaries as natural and nonnegotiable. Nora
describes herself as ―comfortable in [her] own skin.‖ She pauses before replacing ―skin‖
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with “person,‖ a term used to cite the entire human identity rather than just the outer
casing. Nora positions herself as a contrast to her peers, who rather than seeing these
boundaries as pliable, reiterate them in daily performance and use them as litmus to
measure their self-worth.
Nora‘s performance reiterates Foucault‘s (1977) articulation of the discursive
nature of power. He asserts that rather than one group holding power over another, power
emerges whenever humans interact, disciplining and regulating their bodies to reiterate
and perform within cultural boundaries that become naturalized. Through living as an
atypical body that cannot be disciplined into submission due to its atypical movement,
Nora positions herself as more aware of the process through which cultural norms and
boundaries materialize and persist. In turn, rather than internalizing cultural constitutions
as natural truths she sees them as optional performances to remain inside of or to break
through.
Thus far, narrators have focused on the improved awareness, understanding, and
perspective that emerge as a result of the daily performance of physically disabled
identity. Even as they recognize and reference other models of understanding, their
narratives draw upon the experiential model of disability and the unique perspective and
realizations that come through personal, lived experience. Our next narrator, Jesse draws
attention to the outward performance of the body through his changing interpretation of
the dominant culture‘s gaze from critical and judging to intrigued and seduced:
A Gaze That Would Wither Their Fucking Asses
J: There was a time in my life
when I was painfully aware that other people were looking at me
and I was very (false start – hesitation)
when I was in grade school I could stare down anybody (soft laugh)
I could just tell when people were staring at me
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and I would just turn and fix them with a gaze
that would wither their fucking asses (slow delivery-emphasis)
(dramatic pause)
and they would turn their tails between their legs and go and slink away
(soft laugh)
I could do that you know
and that was how I would respond
Jesse laughs softly during his animated performance. He momentarily takes on the
role of his own audience, amused with his child self. The response emerges as familiar, a
recurrent narrative of his youth; a habitual performance of resistance to the stares of the
dominant culture who interpret him as the stigmatized other. Jesse performs his
interpretation of being the object of the gaze as an evolution from contempt and
resistance, to ambivalence, to pleasure and embracement.
It‟s Kind of Nice to Turn Heads
J: Maybe in part this is a growing maturity
or growing comfort with myself and the world or something you know
but after (stutter) but after
I mean (pause- hesitation) I don‘t know
I just got to where
I didn‘t really notice stuff like that anymore (slow – thoughtful)
you get used to (false start – pause)
where I didn‘t really notice stuff like that anymore
I mean you just get so used to it
I seldom even notice it
It‘s just (slight hesitation) it‘s kind of something that happens
and sometimes people are more covert about looking
but you know (emphasis)
I‟m something to look at
and one of the things that‘s been really nice to recognize
is that at times I‘m kind of nice to look at
and I recognize that
at least some of the time that I‘m turning heads (hesitation)
and I suspect some of it is
oh I don‘t know (laugh)
some of it is when I have my hat on like
or I‘ve got the jacket over my shoulders and you know
(J and JA laugh together)
I‘m interesting to look at
And that‘s okay
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That‟s not a bad thing you know
and sometimes that‟s a good thing
it‘s kind of a nice thing (soft laugh)
it‘s kind of nice to turn heads
I sort of like it
and there are times that I wish it got me laid more
you know? (J and JA long laugh together)
Jesse positions his current self as perhaps more mature and comfortable than the
character in the past who stared down the gaze of the dominant able-bodied world. He
then conjectures that the stares, like familiar scenery, are absorbed into the mundane
habitual performance of identity, unworthy of his attention and no longer the
materialization of cultural contempt for his body. He re-positions the stares as potentially
positive, as covert stares of pleasure and intrigue at his unique performance of self
moving through space. Rather than disdain for bodily characteristics beyond his control,
he positions himself making conscious performance choices that invite the gaze of others:
―I have my hat on, like or I‘ve got the jacket over my shoulders.‖ He describes himself as
―interesting,‖ and in turn the stares are validating and enjoyable. He takes his audience
through his own journey of reinterpreting the stares of others ―that‟s not a bad thing . . .
sometimes that‘s a good thing, it‘s kind of a nice thing, it‘s kind of nice to turn heads.‖
He uses the term to ―turn heads,‖ a phrase often reserved for a gaze that emerges from
physical attraction to another.
Jesse ends with a touch of humor, overtly comparing the stares to those which
denote sexual interest, ―there are times I wish it got me laid more, you know?‖ and we
laugh together. Jesse‘s lighthearted closing references the complexity of the human gaze
and the human tendency to potentially be seduced and intrigued by that which is marked
as different without truly accepting this difference at the level that invites the mutual
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intimacy and shared vulnerability of two people in consenting intercourse. In his
embracement of his physically disabled body, he performs the potential for the continued
rejection of his body by others, to be intriguing yet not enticing; a body that evokes
interest yet not the desirability to reproduce.
Stories about disability as personal fulfillment or even irrelevance can be comforting.
That perhaps we don‟t need to grieve for those we stigmatize. However, not everyone will
give us this story.
Physical Disability as Personal Deficit and Disruption
Up to this point, narrators have resisted the medical and moral construction of
physical disability as a deficit, drawing upon the interpretive model to position physical
disability as a means to personal fulfillment, deeper understanding and a pleasing lived
experience. However, even in his affirmation and embrace of the gaze of others, Jesse‘s
closing alludes to (though in jest) the re-surfacing stigma of the interpretation of the
physically disabled body as a ―spoiled identity‖ in daily interaction (Goffman, 1963).
Langellier and Peterson (2004) note in their research on breast cancer narratives that in
our culture there is a desire to construct illness as ―a blessing in disguise, a test of one‘s
make-up and a creative transformation, a makeover to enhanced character‖ (p. 191).
Through their positioning of the onset of physical disability as a path to fulfillment, the
narrators reiterate this constitution of physically disabled identity. This affirmation
potentially soothes the impending cultural guilt over the marginalization and stigma
ascribed to physically disabled bodies. The next narrators resist this constitution,
reiterating the medical model‘s interpretation of disability, positioning their physical
disabilities as bodily deficits they wish to shed.
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Larry noted that as people we desire ―words of comfort and healing.‖ He
explained that at times he thinks it‘s important to invite those who are suffering to ―take
hold of their own lament, so few people know how to lament.‖ The following narrators
perform the onset of physical disability as a disruption of their identities to mourn and
lament over and/or a flaw to fix. Wendie, who underwent surgery to correct her back
injury notes that the doctors “needed to prove that I had it before they could fix it.”
Within narratives of bodily deficit, the narrators position themselves in a personal
struggle against their own bodies. In turn, in their performances of identity, they emerge
engaged in conflict with physical disability as an outside invader they seek to expel, in
order to reclaim control over their bodies and restore themselves to their rightful identity
that is currently distorted by physical disability.
Rhonda struggled at the end of her narrative to interpret for me why she strongly
desired to rid her body of arthritis:
I Want Control over My Body, Of Course
R: I‘m kind of a control freak (nervous laugh)
I‘m very ordered (slight hesitation)
I‟m structured (short pause for emphasis)
I‘m an organizational person
I work very hard
I guess I‘m not naturally a genius so I have to work hard
and that‟s okay because I enjoy working hard
I‘m a (false start- falter) I‘m a sadist I don‘t know (slight pause)
I‟m German (pause – emphasis)
There it is (nervous laugh)
but um I don‟t like having a disease in my body that I can‟t control
And so if there was a cure I say heck yeah
I‘d take it because I want control over my body of course (laugh sarcasm)
Rhonda‘s delivery is rushed and choppy. She appears nervous, frustrated, and even
somewhat desperate as she performs how the onset of arthritis, an autoimmune disease
unnerves her as it usurps control over her body. She constitutes her personality as
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regimented and disciplined rather than as gifted or extraordinary. She performs herself
with a tinge of sarcasm and self deprecation as she strings together descriptors to situate
her identity in culture: ―control freak,‖ ―ordered,‖ ―structured,‖ ―organizational.‖ She
identifies herself as welcome to inflicted pain, ―a sadist,‖ and she draws upon her
membership in a cultural group, Germans, often stereotyped as stoic. She closes her
narrative by positioning arthritis as an invader that she cannot rid herself of and that she
would welcome a means to expel, to restore her control rather than embrace as a diverse
component of her identity (as did earlier narrators in the previous section). Other
narrators resonated with Rhonda‘s discomfort and desperation. Without attributing their
perceptions to their unique personalities, they performed their physical disabilities as
unforeseen intruders to their bodies and lives.
In the closing of his narrative, Yann compared and contrasted his former,
nondisabled self to his present identity. He positions the development of emphysema as
an unexpected and unwelcome disruption to his life and personal identity:
Don‟t Ever Take Breathing for Granted
Y: I mean all of the sudden now you no longer (false start hesitation)
because of the emphysema situation I was no longer (cough)
able to perform the job that I had done for thirty years (drawn out)
you know?
In a factory that I had worked in for thirty years (clear throat – sigh)
so I made a whole new lifestyle
it‘s just how it is (sigh)
I miss it though (coughing through delivery)
I‘d go back to work in a second
Don‘t ever take breathing for granted
It‟s important
Yann performs the onset of emphysema as sudden and disruptive to a career of
untroubled repetition. He repeats the amount of time he worked at the factory before he
was forced to leave because he could not breathe, emphasizing the adjustment to a new
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body as dramatic and unsettling to his familiar previous identity, ―the job I had done for
thirty years…in a factory I had worked in for thirty years.‖ He asks for my affirmation
before re-stating his time spent in the factory with, ―you know?‖ In the end, he resigns to
his new lived reality but with audible remorse and a warning to the able-bodied not to
take the involuntary and largely unnoticed gift of breathing ―for granted. It‟s important.”
Unlike Nora and Travis, Yann does not construct the insights gained from the onset of
disease as enlightening or valued; in contrast he mourns the loss of his previous life and
identity.
Patty, like Yann, positions her physically disabled body as lacking, deficient and
devalued. Though, rather than positioning the actual act of performing her professional
role as crucial to her perception of herself, she laments her loss of earning potential, and
reiterates the deficiency of her body disabled by thoracic outlet syndrome through
performing the difference in earning potential, ―I‘d probably be making ninety thousand
if I stayed in my career.‖ She emphasizes how much she would love to relive her life as
an able-bodied worker with near six figure earning potential, ―I can‘t go back. Would
love to go back (forced laugh). Would love for all of this to go away but well (sigh)
That‘s how it is.‖ As Patty‘s listener I felt compelled to mourn with her, to grieve the loss
of a lifestyle unjustly taken from her.
Those who understand the physical disability as a loss of their previous selves
resist the construction of physical disability as a ―blessing in disguise,‖ constituting it
rather as a disfiguring encasement over their true self that they are powerless to shed.
Xavier, with whom we opened the discussion of the Super Hero, performed his
physically disabled professional identity as an obstacle he overcame to achieve the status
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of a respected doctor. At the close of his story and from a position of the end of a
successful career, he reaffirms Patty‘s sentiments, ending with his desire to go back in
time and avoid the struggles he endured in an atypical, stigmatized body:
Life‟s Doubly Hard
X: I think that life‘s doubly hard
if you have a physical handicap of some sort
and so would I would I (stumble – minor falter) trade it all in?
absolutely
absolutely I would
I would go back and start over thoroughly healthy and physically fit
in a heartbeat
Xavier is emphatic and unwavering in his positioning of his physical disability as a
hardship or deficit despite his career success. Like others that position their physical
disabilities as personal deficits, he re-emphasizes his desire to rid his body of physical
disability, to trade in his story for one lived through a healthy body. Xavier performs his
acceptance of his alternative, healthy, able-bodied narrative as an easy decision, one, if
given the opportunity he would make ―in a heartbeat,‖ an embodied measure to the
briefest time. There is no hesitation in his assertion. Xavier does not equate his disability
to a ―parachute‖ opening behind him allowing a new, improved perspective like Travis,
or a more complex lens through which to see the world like Nora, or a savior from a life
with less purpose or loneliness like Herman, Ernest, or Alvin. Rather, he interprets polio
as a physical deficit that has complicated his life and he would prefer to have never had
to overcome, a burden that makes the world ―doubly hard‖ to navigate and that, if given
the option, he would live life over without.
Ulmer expressed his frustration over the loss of control of his body at the close of
his narrative. Like Xavier, Ulmer narrates his story from a position of perceived success
after a climbing accident that caused him to need a wheelchair. He lives independently, is
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a self—employed architect, and after a divorce immediately following his accident, he is
about to be married again to a woman he met through an internet dating service. Despite
his successes, Ulmer communicates that he desires a cure for his paraplegia: ―I mean if
there was a way for me to walk again, of course I‟d take it. I‟d go back to walking in a
second.‖ He went on to close his narrative with his desire to rid his body of the long-term
complications of paraplegia:
My Life Would Be So Damn Much Better
U: I broke my knee in three places
and that was bad enough
and that was two days before I came back (false start)
and when I got back I went to the hospital
and I found that I had pneumonia in one lung and a kidney infection
(pause –emphasis) all at the same time
and I got out of the hospital I couldn‘t see well
I was having vision problems
and I went to the eye doctor
and I discovered I had a type of glaucoma and cataracts
my eyes got spots
so I‘m falling apart (flat delivery-sigh)
that and the fact I‘ve picked up several urinary tract infections (falter)
urinary tract infections
have you ever had those?
well you know the pain
if I could just get rid of that
my life would be so damn much better (slow delivery)
So much better (increased emphasis)
Ulmer‘s storytelling moves through his body – his knee, his lungs, his kidneys, his
eyes, his bladder, to the conclusion that he is ―falling apart.‖ Despite Ulmer‘s nonmedical
trials: (a divorce, struggling to maintain his business, and relying on friends and family
for his independence) he narrates predominantly from a position of perceived success.
Yet, the end of his story he refocuses attention on the visceral, experience of physical
disabled identity in daily life, the bleeding skin, enflamed organs, and brittle bones that
accompany atypical embodiment. Physical pain is crucial to his daily performance of self,
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an unyielding reality that cannot be dismissed as a fragile constitution that one can
dismantle and overcome through reframing cultural understanding in human
communication. Ulmer‘s narrative illuminates that even without the reiteration of stigma,
judgment, and devaluing of the physically disabled body in our interactions, pain remains
and impacts daily life and demands attention: ―The pain, if I could just get rid of that my
life would be so damn much better,‖ he emphasizes, ―so much better.‖ He asks for
understanding from someone else who also experiences the affects of disability, ―you
know the pain,‖ asking me as his audience to ―bear witness‖ and co-constitute
understanding of living through a deviant and in turn painful embodiment of which others
may remain skeptical (Park-Fuller, 1995).
Ingrid resonates with Ulmer, dividing the social from the physical experience of
disability. She positions her disability as ―not that big of a deal‖ since she has the support
of her family, friends and colleagues and moves through multiple accessible
environments. Yet she notes, that ―at the same time, it hurts when I get broken bones, it
just does. It hurts and I don‟t want that pain.” Ingrid and Ulmer‘s sentiments reierate
that of Wendell (1996) who explores the desire to transcend physically disabled
embodiment to escape physical pain.14 Pollock (1999) asserts that pain, ―is hard to find,
hard to pin down. It travels. It moves across and between bodies, selves, histories, among
feelings and sensations, mapping in its wake a fugitive history, a history of secret
meanings and connections‖ (p. 121). Perhaps those bodies that live in pain, reexperiencing it, are able to hold onto it, to know it intimately through its rematerialization, and when in community desire to share it. Perhaps it is this desire that
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compelled Ulmer to ask me, his listener who lives with the pain of tight muscles and side
effects of medications, to communicate my shared and intimate understanding of his
trials. We will now move on to the narrators who grapple with the physical versus social
experience of physical disability.
Did you feel powerless, wishing you could take away their pain and frustration? I did.
An audience member has its limitations, we cannot take their stories from them, even
when we‟d like to.
Struggling with the Blessing and Curse of Physically Disabled Embodiment
The next group of narrators struggled through the complexity of embodying
physical disability as a social constitution that offered opportunities, insights, and
understandings they valued similar to those who positioned their physical disabilities as
blessings. These narrators also resonated with the second cluster of narrators, who mourn
the loss of physical ability and able-bodied identity. Their performances illuminate that
bodies matter in daily performances, influencing the experiences and interactions that
form and re-form who we are. Narrators grapple with the blessings and curses of atypical
embodiment; positioning their physical disabilities as advantageous, cherished, irrelevant,
exhausting, frustrating, and fear-inducing.
Sarah, a professor of disability studies with a back injury and illness that causes
her to limp and paralyzes one side of her face, struggles with the objectification that Jesse
has come to embrace. She begins by positioning her disabled narrative as simply different
from the potential story that would have emerged from her able body, yet returns later in
her narrative to the effects of the gaze that Jesse has embraced; re-emphasizing the gaze
as a judgment of a body‘s lack that Jesse subtly alluded to in his closing:
I Don‟t Know If It Would‟ve Been Better or Worse
S: If I hadn‘t had a spinal cord injury
my life would‘ve been very different
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I don‘t know if it would‘ve been better or worse
I don‘t even know what those two words mean um
I think I would‘ve done different kinds of things
I probably would‘ve been a dancer (growing softer – wistful)
I love I love to ah (hesitation) ballet (pause)
I am a very very active athlete (pause)
and I think would‘ve studied differently
I would‘ve thought about the world very differently um
um because I really went into rehabilitation
because of my spinal cord injury
I have a degree in French um in French literature
my bachelors degree
Unlike Alvin whose physical disability was a path to his true calling, or Nora who
attributes her superior awareness of the world to her physically disabled identity, Sarah
holds her able-bodied versus disabled passions parallel: they are simply different. She
dismisses the idea of ranking one against the other and therefore unworthy of further
thought, rendering the words used to denote their superiority or inferiority meaningless,
―better or worse, I don‘t even know what those two words mean.‖ Her voice grows softer
and slower as she performs her story. Her words emerge smoothly, mildly longing but not
desperate or troubled, as though re-living a fond memory rather than conjecturing an
alternative hypothetical experience that she cannot now live through her present body.
Later in her narrative, Sarah repositions her illness as a deficit, interpreting her
physical disability as a malfunction she desires to control in order to control the unwanted
gaze and judgment of others:
If I Could I Would Fix It in Two Seconds
S: I‘m self conscious about the way that I walk
and I‘m very self-conscious about things
like drooling drinking with a straw
and at that time it was really bad
because my entire face on one side was paralyzed
and so I was very self-conscious and I think
had I not gone out in public so quickly
I wouldn‘t have gotten these horrified responses

172

um but I was bound to determined to go back to work
and I came in here with an IV pump because I was still sick
so there was a huge response to walking around you know
as a walking hospital bed so to speak (soft laugh)
and over (minor hesitation)
the over the years the best responses that I‘ve got were
my god you look great (drawn out speech)
you‟re walking so well (drawn out speech)
and so it‘s bittersweet because you know that you‘re not (false start)
that people are still looking at you like what the hell‟s wrong with you?
(sarcastic laugh)
But at least it‘s better than
oh my god how awful you look (sarcastic delivery-sigh)
so you know if I could I would fix it in two seconds
but I can‘t
Unlike Jesse, Sarah does not narrate her discomfort with the gaze as a past struggle
she now finds amusing. Rather, she describes herself as ―self-conscious‖ three times
during this portion of her narrative, moving from her atypical walk, to drooling, to her
facial paralysis. Her disabled body unsettles her as well as others. She performs her return
to the office after the onset of the virus that paralyzed one side of her face and increased
the severity of her gait. She positions her body as wrongly but defiantly occupying the
professional space, comparable to a ―walking hospital bed‖ that should be returned to the
confinement of the medical institution reserved for dependent, deficient, and contagious
bodies. She holds herself responsible for the stigmatizing gaze of others, validating the
recurrent uncomfortable cultural response to disabled bodies, yet defending her actions.
She focuses on the years of response of others to her body in daily performance at work.
She interprets the positive words of others, positioning them in relation to her deficient
body, resisting their affirmation as the best response. Instead, she repositions them as still
critical, sarcastically performing their unspoken response to her body, ―people are still
looking at you like what the hell‟s wrong with you?‖ She then notes that if she had
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control over her body, she, like other narrators who interpret their physical disabilities as
disruptive deficits, would without hesitation, ―fix it in two seconds.‖
Sarah‘s closing performance mildly startled me after she first positioned her
hypothetical nondisabled narrative as neither better nor worse than the story she
performed. Whether better or worse, the change is unavoidable. Sarah‘s narrative
crystallizes the complexity and tension of embodied physically disabled identity, of living
through a body that performs subversion without one‘s consent; potentially even
subverting one‘s own perception of self. Sarah struggles through the spaces in life in
which disability emerges as, a narrowing of the potentially pleasing paths to choose
versus a disruption in her desired performance of self. She positions the disabling of her
body as fundamental to her identity whether in both its irrelevance and disturbance.
Like Sarah, Farrah performed her desire for her body to be visually pleasing and
accepted by others though, unlike narrators who position their disabilities as deficits, she
is not as quick to embrace a potential cure for her disability:
I Would Be Ambivalent
F: I mean if they found the cure for CP tomorrow I would be ambivalent
I would be excited I would be like wow (animated - drawn out)
I have a quote unquote normal life
whatever that‘s supposed to mean (slightly sarcastic)
I don‘t know
I won‘t be as tired
I‘ll have more of a social life
guys will ask me out you know
just the typical feelings surface (pause)
not surface because those are valid feelings
but part of me I think would grieve the loss of my life the way it‘s been
and then my biggest question would be (hesitation – false start)
for myself would be (pause – emphasis)
If I‘m not quote disabled anymore
I have all these dreams for disability field
and I won‟t be taken as seriously (drawn out emphasis)

174

Farrah constitutes a self that is unsure about whether or not she would choose to live
her potential narrative of able-bodiedness. She describes her life after a cure of CP as a
―quote unquote normal life‖ with sarcasm, but then elaborates what that normal could
mean for her. Physically she would have the energy to interact with others; socially, the
diminishment of the cultural stigma would allow her the potential to be attractive to the
opposite sex.
Farrah initially positions this response as ―just the typical feelings‖ that ―surface‖
at the thought of shedding the struggles of embodying a stigmatized identity. However,
she re-positions the emotions as not simply an initial shallow response to move past but
as ―valid,‖ significant to her identity. She then narrates the twofold nature of her struggle
over the potential embodiment of non-disability. Within this struggle two desires
emerge: (1) to perform her identity through a body identified as stigmatized in order to
fulfill her professional and social goals and (2) to escape the daily reality of stigma. Like
Sarah she wishes to not be rendered physically incomplete in her interactions and like
Corinne she sees her atypical body as a means to be ―taken seriously‖ as an authority
with a vested interest in physically disabled experience. She explains that she fears that
once others no longer interpret her as physically disabled, her ability to accomplish her
goals on behalf of disabled people within society would be mitigated – that she must
personally experience disability and stigma in order to gain credibility in interaction.
Farrah goes on to offer a compromised identity, repositioning her potential
narrative in a way that minimizes the impact of physical disability in her daily
performance and still allows her to continue to embody the social identity necessary to
continue to be viewed as a legitimate activist within the disability movement:
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All This Core Stuff – How it Operates
F: I would want certain things on my body to be fixed
maybe not all of it
some of the stuff I‘m just so used to I don‘t even think about anymore
there are certain things I would want changed (slight hesitation)
Yes
for me personally it would be ah (slight hesitation) um (false start)
it would be between the lower ah abdominal and ah pelvic thing
(hesitation- searching)
all this core stuff
how it all operates
cause when I‘m not thinkin‘ I move forward backward
I need to learn how to walk side to side better
and that‘s very hard for me to just (hesitation)
to make it a habit
I‘m nowhere close to a habit yet
Within Farrah‘s preferred derived narrative, she divides the disablement of her body.
She performs some of the effects of cerebral palsy as irrelevant, ―stuff‖ unworthy of
elaboration, while she positions others as unruly and in need of discipline in her daily
performance, a struggle she would opt to end if given the opportunity. She refers to the
unruly portion of her body as her ―core,‖ the portion of her body held centrally
responsible for propelling her through space, and that which remains defiant and
disruptive to her daily life. That which is at the ―core‖ potentially impacts all aspects,
from broad cultural assertions to personal embodiment. With her core restored, the traces
left of disability are not deeply rooted enough to be troublesome. In the story of Farrah‘s
preferred body, physical disability emerges as a means to be different without being
troublesome; a means to stand out without being deemed deficient or disturbing to others
or oneself.
Olivia perhaps embodies the ideal to which Farrah aspires. Olivia and Farrah are
close in age and both have moderate cerebral palsy, but unlike Farrah, Olivia‘s torso and
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hips are not affected. The cerebral palsy affects only her knees and ankles so that her gait
is irregular but to a lesser degree than Farrah‘s:
I Wouldn‟t Mind Staying Here Forever
O: I feel like a valued woman in addition to being smart
and now I‘m in a valued career
at least I feel really valued by my patients
and part of that is that I understand
I have a street cred so to speak um
and I‘m valued by my husband and our friends
just valued all around I guess
(laugh – acknowledgement of repetition – pause)
The pain is hard sometimes
but I get through it and I have a lot of support
I can be active when I want to be
So yeah um I wouldn‘t mind staying here forever
Olivia moves through her feeling of worth in her professional, romantic and social
life, laughing at her repetitive use of the descriptor ―valued.‖ She emphasizes that she
does not experience the stigma or marginalization associated with physically disabled
feminine identity and sexuality that Farrah and disability theorists cite.15 In addition, like
Corinne and Farrah note, her physical disability gives her ―street crit,‖ credibility that she
has lived through the experiences she seeks to help others through in her professional
interactions. She briefly mentions the pain after a minor pause, but reduces its
interruption in her daily life, noting that she has ―a lot of support.‖ Olivia ends her
narrative with her contentment with her cerebral palsied body – ―I wouldn‘t mind staying
here forever,” potentially illuminating the desirable in Farrah‘s potential narrative, to
embody the lived credibility that comes from being interpreted as a member of a
stigmatized group with whom one interacts while minimizing the actual pain and
marginalization that often accompanies the atypical body in daily performance. However,
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See Thomson (1997) and Ash and Fine (1988). In addition, this subject is further explored in
Chapter 5.
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life is not stagnant but flows on, and mortal bodies inevitably change with time, as noted
by our next narrators.
The Risks and Gains of Mortal Embodiment through Time: Aging and Disability
In this past section we grappled with narrators over the simultaneous embracing
and mourning of physically disabled identity, of how disability can be at once an asset
and a drawback, a gain and a loss to one‘s personal identity. Our next narrators struggle
over the changing nature of mortal embodiment. From within atypical bodies that
demand attention they perform their awareness that our bodies are vulnerable to change
over time, that through living we risk injury and growing old as we move toward an
inevitable end of life. Their stories implore us to acknowledge that we can only hold
ourselves in the space of one performance before being forced to move on to the next,
whether we want to or not. Langellier and Peterson (2004) remind us that embodiment is
not voluntary, that our lives depend on our bodies and these bodies dictate where we are
able to be and how others respond to us in that space. Beatrice‘s narrative illuminates the
role of aging in our own and others‘ interpretations of our body, drawing attention that
Olivia‘s desire to ―stay here forever‖ cannot be fulfilled through a mortal human body.
Do you ever wonder about the changes that are coming? We‟re all aware of the
possibility, but do we ever really think about it before it begins to happen? Do we really
want to?
At the start of her narrative, Beatrice positioned her physical disability as
intertwined with her understanding of herself, seemingly dismissing the possibility to
create a potential narrative of non-disabled identity when she says, ―it‘s so engrained with
my identity, I can‘t imagine not having this identity, it‟s who I am, it‘s what I write about,
it‘s what I think about it, I feel like I‟ve had an impact.‖ Yet, at the close of her narrative,
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Beatrice, like Ingrid, noted the vulnerability for her story to change and, in turn, her life
to grow increasingly more difficult:
I‟m Right on the Cusp
B: I think that I‘m kind of considered abled disabled
I can get by pretty well in my professional day
get the things I need
um so people (false start – trail off)
but you know there are times when I have more needs
and I think that if I were to you know be a wheelchair user
if I had more issues than I think it would be a lot harder
I think I‟m right on the cusp
and if anything more happens to me
it‘s going to be a lot harder (emphasis – nervous)
Beatrice closes her story by positioning herself teetering on the cusp of ―abled
disabled,‖ a liminal identity, noticeably atypical but able to move through space
unassisted. She does not elaborate or give specifics, only stating that ―if anything more
happens‖ that would be ―a lot harder.‖ Beatrice ends with the potential for her body to
change, her vulnerability to become increasingly disabled in a culture that values
independent bodies. Beatrice performs her narrative through a body that has experienced
changes; for example, decreases in her physical ability that come with aging in her daily
performances. In turn, she narrates the possibilities of additional changes that could
propel her further into the cultural category of physically disabled as a ―wheelchair user.‖
She positions the possibility of a wheelchair as an increased hardship that concerns her,
reiterating that it will make her life ―a lot harder,‖ ending the narrative with the
foreboding significance of her body‘s pending changes. Beatrice‘s narrative draws the
relationship of physical disability and aging, that anyone who ―lives long enough will
inevitably become disabled;‖ our bodies inevitably break down, our ability decreases, and
we are reminded of the temporality of lived embodiment (Wynn, 2007, p. 93).
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Zeb also ends his story with the ominous importance of aging in his
understanding of self. He closes by comparing his past understanding of his disabled
identity in his youth to his current understanding during the time and space of the
narrative:
The Magic Wand is a Little Bit more of an Approachable Idea
Z: If there were a perfect magic wand that somehow could match it
fix so that both legs were the same
when I was younger I‘d say
no it doesn‘t really matter (pause)
Now as I get older (pause)
as I start to suffer secondary issues um
after forty years
now it‘s actually there‘s that (false start)
there‘s part of me that says
yeah that might not be so bad because getting (false start)
um getting arthritis in my right leg at the age (false start – hesitation)
I have um (false start – hesitation)
my orthopedic surgeon says my right knee shows the wear of someone
someone whose in their sixties and I‘m in my forties
How does my right leg get to be where
it has the wear and tear of someone in their sixties?
(drawn out – emphasizing question)
well because of the asymmetry
I‘m having to always compensate when I walk
and do everything with my right leg
so my right leg is starting to show its age
so from that point of view
the magic wand is a little bit more of an approachable idea
Zeb positions his current position as evolving with time, changing from when he ―was
younger.‖ He struggles to identify the root of his changing perspective. After faltering
twice, he defaults to the authority of the medical model, citing an orthopedic surgeon‘s
diagnosis as validation and explanation of his concern. The pain, erosion, and in turn the
diagnosis of his non-disabled knee draws Zeb‘s attention to the mortality and future
deterioration of his joint, altering the beliefs that emerged through the lived experience of
his younger body. He concludes that his disability does affect his daily life and could
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become more significant in the future. As he ages he narrates a body-self with two
different unequal and incompatible sides. His non-disabled leg‘s compensation for his
amputated (i.e. deficient) leg has ramifications that are becoming apparent, accelerating
the pace of decline for the non-disabled components of his mortal body. ―My right leg is
starting to show its age‖ illuminates the potential for further complications that could
render him increasingly disabled and disrupt his professional identity and financial
situation. He concludes his narrative by tentatively rescinding his past perspective, ―the
magic wand is a little bit more of an approachable idea.‖ Zeb‘s creation of a ―magic
wand‖ to restore his leg provides a tangible example of the potential for our stories to
change with our bodies. Had Zeb participated in a similar study decades earlier his
narrative would have perhaps been positioned differently than in this piece, perhaps
alongside a narrative similar to Farrah‘s, as he told stories of his happy life with a
promising career and family life, none of which were impacted by his disability.
Dierdre also performed a potential narrative of the surfacing of a means to rid her
body of a disability. Unlike Zeb‘s wand, Dierdre‘s imagined cure is a medicalized
miracle, ―a pill.‖ In her potential narrative, she resonates both with those who embrace
their disabilities as personal fulfillment and those who reject them as deficits they desire
to cure:
It Wouldn‟t Change it – I‟d Still Have All that Shit
D: Honestly if somebody offered me a pill tomorrow
that said you‘d get rid of it
I‘d say ―I‟m here I‟m with you” you know
even though I know it‟s made me the person I am
it made me the liberal I am
it made me the activist I am
the radical
a lot of things it did for me that are incredibly positive
that I wouldn‘t change
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I know more than other people
I know I do
I know that I have more perception about other things in life
because of this um
and that I‟ve always got difference
even when I was a kid
probably from going to Shriners and spending such a long time there
so I I wouldn‘t change that
but it wouldn‟t change it
I‟d still have all that shit you know?
So um I‘d get rid of it (flat delivery)
but I‘m also aware of all the positive things it‘s done in my life
Dierdre begins with her desire to readily embrace a quick imagined potential cure for
polio. Unlike Zeb and Farrah, there is not a trace of hesitation: ―I‘d say I‟m here I‟m with
you.‖ She constitutes her disability as an ―incredibly positive‖ component of her identity,
compelling her to become a passionate social activist: ―it made me the liberal I am, it
made me the activist I am, the radical.‖ Like Nora, Dierdre constitutes her experiences as
a physically disabled child as positive, enabling her to understand the social construction
of identity categories and the potential injustice that can emerge: ―I‟ve always got
difference, even when I was a kid, probably from going to Shriners and spending so much
time there.‖ In her reiteration of Nora‘s sentiments Dierdre positions herself in a different
space than Xavier who would dissolve the lifelong disabled experience. In her preferred
potential narrative, she does not trade her narrative for a hypothetical one. The pill is
offered to her now, not as child. For Dierdre, the pill allows her life to continue without
the pain in her limbs and physical restriction of a wheelchair. Her restored body does not
negate the identity constituted by living through a physically disabled body, but only
eliminates her current daily struggle with restriction and the recurring stigmatized
responses she is forced to navigate in her daily interactions. A cure offered now would
not change the lived experience of difference in the time and space of the narrative
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performance, ―I wouldn‘t change that, but it wouldn‘t change it, I‘d still have all that shit,
you know?‖ In her final statement, she summarizes and reemphasizes her point: that an
opportune cure does not negate insights that emerged from the lived story of physical
disability, a point that our next narrator attempts to dismantle.
At the close of his narrative, Kale constituted a similar potential narrative to
Dierdre‘s of what his identity would be if he were able to walk again. His alternative
narrative cites Dierdre‘s meanings and conclusions but negates them, offering an
alternative conclusion to this potential story. For Kale, memory is rooted in bodily
experience and is lost in the elimination of daily embodied repetition that creates
meaning, truth, and identity in the performance model. His story recalls Butler‘s (1990)
performativity in the assertion that his body‘s identity is real only to the extent it is
performed. Kale makes a theoretical assertion that if our understandings are only real to
the extent that we reiterate them in our daily performances, so it is through our
compulsory repetition that we are compelled to recognize them as natural truths. In turn,
when the reiteration ceases, so do the meanings and understandings by which that identity
was constituted. Like Travis, he would not want to risk losing his identity through a cure
offered to him via the medical model, asserting that a cure would leave the insights he
gained through his daily experience through a disabled body vulnerable to
dismantlement:
A Sort of Phenomenological Amnesia
K: I think identity and memory you know
if you take away an indicator of your experience
maybe you‘re not going to take away memory
but it seems to me
the reality of walking would work as (slow delivery – thoughtful)
a sort of phenomenological amnesia you know
like that that you would um (false start - hesitation)
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that you would forget you know
like I had this dog
an amazing service dog and he lived with me for 14 years
he died (pause)
it was terrible my life was you know
I was dark and I was sad (pause)
and then I got two more dogs
and I can barely remember what that first dog looked like you know
I can barely remember what he smells like
how it felt to walk with him and and and and
(hesitation – struggling – trail off )
so losing your experience
has a real way of erasing of where you come from you know?
Kale coins the term ―phenomenological amnesia‖ to describe the vulnerability of
understandings and insights for deeply embedded personal meanings and beliefs to be
lost once they are no longer reiterated in daily performance. He compares the potential
loss of his physical disability to the actual loss of his service dog, a perpetual companion
in his daily performance for several years. Kale traces his grieving process, positioning
the space immediately after his dog‘s death as ―dark‖ and ―sad.‖ As the narrative moves
from that initial space to the present, where his dog is replaced with two other dogs, the
darkness that once enveloped him fades to a faint memory: ―I can barely remember what
he smells like, how it felt to walk with him.‖ In Kale‘s narrative, his dog‘s death halts the
repetition of intimate memories, of his smell and feel that were once so close and familiar
to him. In addition, he positions his two service dogs filling the role of his previous dog,
so he is not compelled to reiterate his memories, of his dead pet in his daily performance.
He likens the replacement of his physically disabled body with an able body as the
replacement of his previous dog with two new dogs. Like his dog whom he depended
upon every day, his physical disability is embedded in his identity, its meanings
perpetually reemerging as he moves through the world. Yet, like his memory of his dog,
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the meanings and understanding that form through his physically disabled experience, are
susceptible to fading into distant obscurity and unfamiliarity without daily reiteration.
Kale stumbles as he re-emphasizes this point in his closing – ―and and and so losing your
experience has a real way of erasing where you come from.‖ Kale locates his
understanding of himself and the world in his lived embodied experience. He roots his
identity in the body through which he performs them, creating who he is only through the
body that enables and constrains these interactions. The meanings and understandings
that materialize through daily lived experience are no longer real once they cease to be
performed, no matter how deeply meaningful and engrained in his identity they were in
previous times and spaces. Like discourses, while identities are ―relatively fixed‖ they are
continually ―offering possibilities for their own transformation,‖ and the halting of a daily
performance materializes the vulnerability of even our deepest embedded and embodied
realities (Mumby, 1997). Kale‘s narrative puts the body at the center of our meanings and
understandings, the well from which our identities spring.
Up to this point we have struggled with narrators through their experiences of
embodiment. We began with narrators who positioned the onset of physical disability as a
means to personal fulfillment, providing them with the body through which they could
reach their true calling and potential. We then moved to those who positioned their
bodies as disruptions and distortions of their true identities before entering the liminal
space where narrators simultaneously embraced and rejected, celebrated and lamented
their status as ―other.‖ Within each of these narratives, identity stemmed from the lived
experience of the physical body. Potential narratives of identity imagined the story of a
different mortal body, illuminating the centrality of the physical body to the formation of
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self. Our last two narrators seek to move beyond embodiment, to imagine the identity that
exists beyond the ceasing of the mortal body‘s breath.
After reiterating the daily lived experience as the core of physically disabled
identity, Kale moves beyond embodiment. The potential for human identity beyond
embodiment emerges in his struggle through his understandings of identity in the
Christian after-life:
I Cannot Imagine that God is Not a Part of Them
K: I don‘t know what Heaven‘s gonna be like
I don‘t claim any authority over that you know that that description
but I think the way I talk about heaven
the way you talk about it
the way we as a culture talk about it
is more indicative of our current experience than anything else so yeah or
it becomes like a real illumination of what our true feelings are you know
what I mean about difference? (pause)will there will there be black people
in Heaven?
will there be all the races?
well when I read the Bible
I see that there is gonna be a multitude of tribes of people
and why can‟t we just say that part of that multiplicity
will be a physical
mental you know experience as well?
so ah I don‘t know ah
I‘m not a theologian
but those are things that I think about when those questions come up um
if Christians
especially conservative Christians
see homosexuality as an effect of sin then that means that there won‘t be
ah (short pause)
gayness in heaven either
now that means that a lot of my friends won‟t be who they are
in the new kingdom
now none of us will be who we are in the new kingdom that‘s a given
but um these (pause – hesitation)
I don‘t know these these important identity anchors that we have
I cannot imagine that God is not part of them
Right? You know what I mean?
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Kale‘s closing sentiments move away from the daily personal lived experience to the
cultural constitution of physically disabled identity as stigmatized within society. He
positions our cultural constructions of a perfect utopian space as a means to expose our
prejudices toward bodies we stigmatize and devalue. Bodies left out of our cultural
creation of paradise illuminate those we wish to marginalize in our present interactions.
He moves from himself, ‗I,‘ to his present audience, ‗you,‘ to ―we‖ as a culture,
emphasizing the shared collaboration of all cultural members in this norm that
perpetuates marginalization and prejudice. Like Davis (2002), he positions disability
among other bodily differences, a component of diversity as opposed to a deficit to
correct. Kale performs his struggle to interpret the Bible‘s description of diversity in
Heaven as ongoing, ―these are the things I think about when those questions come up.‖
He ends his narrative by comparing disability with homosexuality in Christians‘
understanding of flawed identity. He takes a moment to narrow the group he positions as
the origin of the interpretation from ―Christians,‖ a group with which he self identifies
earlier in the narrative, to ―conservative Christians.‖ McRuer (2006) notes,
―[h]omosexuality and disability clearly share a pathologized past,‖ that both
heterosexuality and able-bodiedness ―still largely masquerade as non-identity, as the
‗natural order of things‘,‖ that within a culture‘s constitution of a perfect space, would
not be marred by the deviance of disability or homosexuality. Kale ends by resisting this
cultural construction, closing by positioning disability with homosexuality as important
―identity anchors;‖ the fastening that holds the core of oneself in place, fundamental to
our performances of self that we and others come to know through lived experience and
are hitherto unable to eliminate without altering the self. Even in a cultural construction
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that seeks to take identity beyond embodiment, Kale re-roots identity in the ongoing lived
experience of a specific body in time and space, asserting that the elimination of our
visceral experience, from our abilities to move through space to our sexual desires, our
identity ceases. The self is lost in a space beyond the embodiment through which it
forms.
Larry also ended his narrative by drawing upon the constitution of physical
disabled identity beyond mortal embodiment but repositions it, allowing both affirming
and resisting meanings to emerge:
I am who I am supposed to be and I am not in any way
L: I‘ve heard people write about and talk about
I‟m not really disabled I‟m just different (slightly sarcastic)
I‘m not (slight pause) I‘m not in that place
one of the things I (hesitation- false start)
this is a very important thing to mention (pause for emphasis)
I try to remain very alive to a tension within me
and this is the tension (pause for emphasis)
I know two things to be true
one is that I am exactly the person that I am supposed to be
I believe I‟m exactly who I am and exactly who God wants me to be
and and that‘s (hesitation – trail off)
I am the person God made me to be and it‟s a good thing
it‟s a blessed thing (pause)
the other thing I know about my life and myself is that um
that I am I am not supposed to be like this (pause)
I‟m not supposed to have to deal with this (pause)
I believe god is is as angry as I am (pause – stronger emphasis)
I believe that um
my journey of pain and and difficulty is not sort of divinely approved
um so I am who I am supposed to be and I am not in any way uh
(hesitation)
this is not the life that God intended for me
do you understand what I‘m saying?
JA: Yeah
L: (long pause) You need to hold those in tension
You gotta hold them in tension (pause)
and it‟s NOT schizophrenic (pause –emphasis)
it‟s authentic
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Larry positions himself apart from those who constitute physical disability as a
diverse aspect of their humanity, as a unique aspect of identity rather than a bodily
deficit, distancing himself through performing their perspective with a tinge of sarcasm.
At the same time, he positions his resistance as a state of location, ―I‘m not in that place,‖
thereby performing his personal reality as vulnerable to change; to potentially move
toward the position of those, such as Kale, he disagrees with. He then braces his audience
for the unresolved contradiction with which he will end his narrative. He constitutes the
contradiction he is about to perform as in a state of constant reemergence, as a realization
he continually embraces in an ongoing perpetual struggle in the performance of
physically disabled embodied identity which he is attentive to in his daily life, “I try to
remain very alive to a tension within me.” Larry emphasizes and re-emphasizes the
divine purpose and fatal error of his body that emerges in tension over its perceived
contradiction. Larry does not create the potential for Zeb‘s magic wand or Dierdre‘s pill
to heal his body; rather, he places his body under the gaze and interpretation of a divinity
that struggles with the emotions that he holds in conflict. In Larry‘s narrative, physical
disability is at once an omniscient God‘s sacred creation, ―it‘s a good thing; it‘s a blessed
thing;‖ and an absurd malfunction of the cosmos that disrupted the mortal experience that
God ―intended‖ for him. Furthermore, he positions God as sharing his rage over the
injustice of his physical deficit, validating his own anger as good, just and righteous, ―I
am not supposed to have to deal with this. I believe God is as angry as I am.‖ In Larry‘s
narrative, his body is at once an intention and a failure, a blessing and a curse, a
fulfillment and a defiance. Larry holds a long theatric pause, allowing the tension
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surrounding this contradiction to weigh down upon us before asking me to co-constitute
its irreconcilability with my affirmation.
Larry reiterates the importance of maintaining rather than resolving this
contradiction, to embrace the tension rather than resolving it, to refuse to allow a
misrepresentation of one reality to dismantle the other. He ends with this constitution of
physical disability, as a human complexity that must remain in tension, a source of
reemerging struggle rather than dissipating with resolution. Larry positions the real,
genuine, lived experience of physically disabled identity as a perpetual conflicting
paradox whose only truth beyond human rationale resolution. Physical disability is at
once a true, authentic manifestation of humanity and an absurdity that plagues mortal
embodiment. It is in this tension that we will end our discussion of the embodied
experience of physically disabled identity, void of a comforting rationale in which
ambiguities are resolved. With Larry, we will resist this possibility and instead embrace
the tension and possibilities that come with the ongoing struggle that ensues.
Conclusion: The Illumination of Mortality through Defiant Bodies
We have now moved through a spectrum of responses to physically disabled
identity, ending situated within the reemerging and unresolved tension with which Larry
ended his narrative. We have spun through the contradicting and colliding models of
physically disabled embodied experience. We began with Victor‘s criticism of prejudice
toward disability as resulting from the moral flaws of certain disabled bodies and then
moved through several narrators‘ positioning of their atypical bodies as a means to access
personal experience, a diagnosed deficit they wished to restore, and a social construction
that they sought to dismantle in their potential narratives. Throughout their performances
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narrators repeatedly returned back to the lived experience of physically disabled
embodiment and the vulnerability of their perspectives and experiences to change as their
bodies moved through space in this life and even potentially beyond. Bodies that defy the
expected discipline draw our attention to the unavoidable significance of our bodies,
despite where we currently, within a particular time and space, emerge on the continuum
of physical ability. Personal narrative performances of physically disabled identity
illuminate that our identities are dependent upon the bodies through which they are
possible, and in turn the personal truths and understandings we perform and re-perform
through them are vulnerable to change with our changing bodies.
Shildrick (2005) argues that we as a culture are frightened of physical disability
not because we could become disabled, but because physical disability is part of being
human, we identify experiences of embodiment as part of our identity, even in our
struggles to reject them. In turn, as humans we have an intimate knowledge of physical
disability and the contradictions that emerge through its embodied performance, in the
―hostility and paradoxically the fascination that greets disability we might sense selfrecognition. It is as though each one knows but cannot acknowledge that the disabled
other is a difference within, rather than external to, the self‖ (Shildrick, 2005, p. 768).
Our human bodies carry an understanding of embodied experience as we move through
space, making meanings and dismantling them. Like all human identity, disability is
slippery and complex, reconciled momentarily in the time and space of one interaction,
only to be contradicted and re-negotiated in another. The next chapter will negotiate what
it means to be feminine and masculine through a disabled body and again a spectrum
within which narrators move among will emerge.
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CHAPTER 5
UNSETTLING GENDER IN PERSONAL STORIES OF PHYSICALLY
DISABLED PROFESSIONAL IDENTITY

I: You hear it all the time
people have a baby and say (pause)
―as long as it‘s healthy I don‘t care if it‘s a boy or a girl and it‘s like
you know what
even if it has a disability or something
does that mean you‟re not going to love your child?
During her narrative performance, Ingrid, a pediatrician who uses a wheelchair
due to a degenerative bone disorder, confronted a familiar co-constitution of our culture –
a phrase deeply embedded within our shared values that cites two culturally created
binaries etched onto our bodies as we move through space. Ingrid addressed me, her
present audience, also you, and other potential readers of this study. As cultural members,
we participate in the co-constitution and reiteration of cultural meanings, makers of the
―it,” we come to ―hear it all the time.” The phrase acknowledges that a body marked
―not healthy‖ or ―disabled‖ on either side of the male/female binary is compromised,
marked incomplete, ―a spoiled identity‖ (Goffman, 1963).
Have you heard the phrase before, even said it? Don‟t worry, so have I. I‟ve never
even thought anything of it, and I‟m part of the club.
Throughout this chapter, like in Chapters Three and Four, I take moments to
interact with you, the reader, in an effort to highlight our own embodiment and gender
identities which we continue to negotiate in our daily interactions, including our
interactions with this text. Although my interview questions did not specifically ask the
participants about gender, they continually returned to its unsettling dynamics. Jesse, a
higher education administrator with a club foot, took a moment to struggle through the
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significance of the relationship between gender identity and physical ability, grappling
with why these culturally constituted categories demand our attention:
J: I mean sexuality is a very loaded thing
particularly for disabled people
you know I think in lots of ways (pause)
because that‘s such a fundamental part
of how we come to acknowledge and validate ourselves
and that‘s an important part in how we find value
within culture you know
Butler (1990) asserts that gender is not a characteristic of our bodies to observe but an
ongoing performance, a pursuit of a culturally constituted norm at which we can never
fully arrive. In turn, gender, as a cultural constitution, exists as we perform and reperform it; ―only real to the extent it is performed‖ by our bodies (Butler, 1990, p. 278).
Our performances are contingent upon our bodies; they rely upon our sizes, weights,
frames, movements, ages, physical abilities, and so on. Jesse describes sexuality as
―loaded,‖ a weight bearing down on our physical frames, embedded into the fundamental
structure of our culture, and whose power is perpetuated through our bodies that reiterate
it, performing into existence through our daily interactions (Butler, 1990; Foucault 1977;
McRuer, 2006). The physically disabled body, in its deviance from expected normality,
complicates the gendered performances that are, in Jesse‘s words, ―such a fundamental
part‖ of how we come to know ourselves.
Drawing upon the work of Judith Butler, McRuer (2006) asserts that able-bodied
and heterosexual gender identity ―are linked in their mutual impossibility and in their
mutual incomprehensibility‖ (p. 9). Each references a valued standard, a perceived
tangible ideal to which cultural members are compelled to pursue but is beyond
realization; ―an impressive achievement that is always deferred and thus never achieved‖
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(p. 9). Through its perceived pathologized atypical performance, the physically disabled
body potentially serves as a corporeal divide between bodies deemed worthy of pursuing
the elusive ideal in daily performance and those banned, marked as failures.
Physically Disabled Identity as Illumination of Shared Cultural Constructs
Thomson (1997) asserts ―because disability is defined not as a set of observable,
predictable traits – like racialized or gendered features – but rather as any departure from
an unstated physical and functional norm, disability highlights individual differences‖ (p.
24). Ingrid performs her recognition of and resistance to the cultural judgment
surrounding physically disabled identity through her disabled body. She was not alone;
across stories, narrators performed a salient awareness of their bodies‘ impact on others‘
interpretation of them, perhaps expressing the illuminated insight one obtains from
―highlighted‖ embodiment.
The physically disabled body, a body diagnosed and categorized as in need of
fixing, captures our attention, attracting the gaze, and serving as the tangible opposite of
an intangible cultural creation. While we do not have a visible, fixed representation of
perfection, disabled bodies can potentially serve as the corporeal negation of it, of the
pathologized, marked deviants unworthy of the pursuit of an unattainable ideal. Marked
as the dis, non, un, and in bodies, (the nonathletic, unbeautiful, incapable, and so on), the
majority cultural members can distance themselves from disabled bodies, allowing the
perpetual deferment of the realization that we are all in pursuit of an ideal that cannot be
reached; that all our bodies are fragile, mortal, and incapable of perfection. As the
designated other whose difference the majority of culture diagnoses as a malfunction in
need of correction, the physically disabled body faces the vulnerability transferred to it.
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As the recipient of the gaze, (i.e. the loathing, fearing, pitying, rejecting and questioning
of others), the disabled body is likely compelled to continually attend to the significance
of the culturally created binaries that reinforce its identity as lacking and unworthy of
pursuing ideals that none can achieve.
Stories from physically disabled bodies potentially grant us the opportunity to
grapple with that which we would rather ignore: the fragility of the culturally constituted
categories through which we construct our understandings of ourselves and others.
Greg, a professor of physical therapy with cerebral palsy noted:
G: I am an awkward walker
walking with two canes and looking precarious like I am gonna fall down
in fact I have several times (pause)
and that was a little unsettling for people to say the least (soft laugh)
Narrators expressed the unsettling nature of their bodies across cultural spaces.
Quinton, a professor of disability and self-defined ―avid skier‖ who walks ―odd‖
mentioned that when he goes into ski shops, the staff ―choose not to engage with him,‖
perhaps interpreting his body as in opposition to a space reserved for the athletic. Sarah,
a professor of disability studies who walks atypically and is married to another professor
who uses a wheelchair told a story in which when they arrived at a car dealership, a
salesman would not show them the car they were interested in before asking how her
husband ―was gonna pay for it.‖ In both scenarios the narrators performed their bodies as
disconcerting for others, promoting avoidance and confrontation. Across different
professional and personal contexts, narrators positioned the physically disabled body as
unsettling to others and themselves. Yet, the relationship between sexuality, gender, and
physical disability emerged as particularly complex, vital, and unavoidable in one‘s
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performance of self and as deeply-embedded, culturally-valued creation and will be the
focus of this chapter.
Physically Disabled Gendered Sexual Identity: Disrupting Gendered Norms
Disability theorists and researchers have skillfully analyzed the relationship
between gender identity and ability, providing multiple discussions on how disabled
bodies are interpreted by the dominant culture. Some disability researchers have noted
that the presence of disability potentially negates sexuality and gender identity,
compelling those around the disabled person to view her or him as asexual and incapable
of entering into a sexual or romantic relationship with another person.16 As Porter (1997)
notes, ―a disabled body seems to be lacking something essential, something to make it
identifiable and something to identify with; a body that is deficiently itself, not quite a
body in the full sense of the word, not real enough‖ (p. xii). In turn, disabled people who
can pass as nondisabled may be reluctant to claim a physically disabled identity, unable
to see disability as anything but lacking full humanness (Thomson, 2004).
Disability researchers have also highlighted the ways in which disabled people
negotiate gender identity,17 embodying alternative forms of masculinity and femininity in
sexual and romantic relationships, such as pillars of strength and admiration,18 fragile and
in need of intimate care,19 and/or capable of deep emotional connection through

16

See Asch & Fine’s introduction to their edited volume on women and disabilities, King (1993) and
Mairs’s (1995) memoirs, Harris & Wideman’s (1988) discussion of the early childhood gender
development, and Thomson’s (1997) analysis of disability and feminism.
17
Rousso (1988), Thomson (1997), Kafer (2004) offer analyses of the interactions of gender and
physically disabled identity.
18
See Kafer (2004) and Wilson (2004) for examples of this phenomenon in the experience of
physically disabled women and men respectively.
19
Thomson (1997) and Kafer (2004) provide examples of this phenomenon in their discussions of the
relationships between studies of gender and disability,
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dependency.20 As Kafer (2004) asserts, ―[a]lthough the construction of gender is unstable
both within the disability community and outside it, the forms those contradictions take
might be quite different‖ (p. 114). Kafer (2004) goes on to call for gender and disability
researchers to ―begin to attend to the specific, local sites of the gendering process . . . to
begin to acknowledge the ways in which gender is lived through disability and disability
through gender‖ (p. 114). This chapter provides one answer to this call – a performance
analysis.
Performance offers a means to explore disabled identity as a co-constitution of
humans interacting and struggling with how to be human within relationships. A
performance perspective highlights the fluidity of human identity; of how ―gender and
disability are produced, displayed, and constructed by a host of forces, including external
ones such as cultural codes or internal ones such as desires‖ (Smith, 2004, p. 4). Through
an analysis of bodies in performance, we can make the deeply embedded meanings of
cultural discourses visible for reflection and refutation. That which surfaces typically
undetected and accepted as natural are exposed as fragile constitutions of human
communication vulnerable to dismantlement and open to reinterpretation in future
performances.
The relationship between gender and physically disabled identity materialized as a
central component to personal identity across performances. Narrators struggled through
what it meant to perform sexuality, a desire to be desired, through a body culturally
positioned as ―other.‖ In the coming pages, I will explore the emergence of physically
disabled gender identity within and beyond professional contexts. Each narrator performs
20

Shuttleworth (2004) provides examples of this phenomenon in his analysis of the stories of
disabled men’s romantic and sexual experiences.
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her or his identity in a unique time and space, situated within cultural meanings, beliefs,
and reality. The variability across experiences drew attention to the spectrum on which
these bodies emerge, enabled and constrained by cultural expectations of gendered
performance. Bodies cited as different and deviant unsettle dominant understandings of
the culturally constituted gendered continuum upon which all human bodies dance in
their daily performances.
I will spend this chapter moving through these variances, grappling with the
negations, compliments, intensifications, and contradictions of gender and physically
disabled identity narrated by physically disabled professionals. This chapter is divided
into three sections: (1) those whom experience the cultural identifier of asexual, (2) those
whose physical disabilities impact their performances of gender, mitigating or
intensifying their gender and sexual identities, (3) and those who pass for ‗normal,‘ and
in turn are interpreted as gender deviants. In my discussion of physically disabled bodies‘
unsettling of cultural understandings of gender, I will begin with narratives from bodies
that are rejected by the dominant able-bodied culture, marked as inadequate and
incapable of gendered performances by others and/or themselves. I will then move to
narratives of those who struggle against this rejection, emerging in contention over the
valued gender and sexual identity they desire and pursue against cultural expectations.
These narrators seek to restore their perceived lack and deficiency through resistance to
and acceptance from the able-bodied culture.
From there, I will go on to explore narratives of gender and sexual identities that
emerged from physically disabled bodies that others interpret as successful in their
performances of femininity and masculinity. I will begin with narratives in which
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narrators performed their masculinity as intensified due to others interpreting their bodies
as able to endure through physical pain and hardship, and then move toward narrators
who performed their masculinity as softened because of their disability, allowing them to
become more approachable and paternal. I will then turn attention to narratives from
bodies who the dominant culture interprets as hyper-feminized by physical disability. The
final group of narrators performs the dominant culture‘s rejection of them, marginalizing
and punishing their ‗passing‘ bodies for failing and/or refusing to meet their expectations
for preferred able-bodied gender performance of which cultural members deem them
capable.
Through bodies marked atypical, the narrators expose the nuances of our
culturally constituted gender categories that all human beings negotiate and interpret
within our interactions. Physically disabled bodies‘ performances of gender call our
attention to our gender identities‘ dependence upon personal embodiment across time and
in communication with others. Narrators position their perceptions of their gender
identities as changing based on their changing bodies and/or their interactions with
others; highlighting the vulnerability of our bodies and the culturally constituted gender
identities we perform.
Unsettling Gender and Sexual Identity – Struggling with and Against Asexuality
Some narrators interpreted their performances of gender as deficient due to their
physical disabilities. Both Yann, a plant manager with emphysema, and Victor, a
recreation director at an independent living center, positioned their physical disabilities as
disruptive to their preferred masculine performances as husbands and providers for their
wives. Victor stated that his wife needing to go back to work after staying home for over
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a decade to raise their children was ―naturally hard for both of them.‖ Yann lamented that
he could no longer ―keep up the yard for Daisy,‖ his wife, positioning his disability as a
barrier to his successful performance of masculinity as a caretaker to his home and his
wife. Both men mourned the loss of the physical ability that facilitated their preferred
performances of masculinity. In their mourning and frustration, they perform their desire
to reject their bodies‘ inescapable dependency.
Performing rejected physically disabled sexual and gender identity
Other narrators positioned their bodies as rejected by the dominant society, their
potential or actual romantic partners, and/or themselves as desirable gendered, sexual
beings. Farrah, a disability rights advocate with cerebral palsy, performed her physical
disability as rendering her body undesirable to the opposite sex. She noted flatly, “on the
personal side of negative, because I‗m a person with a physical disability, no one‘s ever
asked me out romantically.‖ Xavier, a medical doctor who uses a wheelchair due to
polio, echoed Farrah‘s sentiment, noting his subversive use of the word ―handicap‖ to
describe potential partners‘ reasons for rejecting him, “women you know, when I dated
them, most of ‗em didn‘t really want to go out with me to be honest with you, and I think
that was because of my physical disability, my handicap, I use that word but most people
don‘t.‖21 Xavier draws attention to his lived reality of cultural marginalization, resisting
lingual attempts to soften the stigma and cultural rejection of his atypical body as
sexualized.
Do you think the word „handicap‟ has power? I‟ve wondered sometimes. Do
euphemisms soften stigma? I‟m not sure. What do you think?
21

Xavier married a physical therapist while in medical school. He linked her acceptance of his body’s
difference to her exposure to pain and suffering in the medical field which allowed her to mature more
quickly.
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Both Xavier and Farrah have been physically disabled for the majority of their
lives and positioned their physical disabilities as negations of preferred gendered and
sexual performances of identity. Some narrators who became disabled as older
adolescents or adults performed the contrast between their gendered identity before and
after embodying physically disabled identity. Ulmer, an architect who uses a wheelchair
after an ice climbing accident, positions his disabled body as incompatible with the
marriage and relationship in which he participated before becoming a paraplegic. He
explains that his wife left, desiring to continue in able-bodied athletic pursuits they shared
as a co-ambulatory couple. After she helped him adapt his house and lifestyle to his new
ability she informed him that she was leaving, saying ―well (pause-dramatic emphasis)
‗I‘ve been with you for six months you‟re on your own‟ and away she went.‖ Ulmer‘s
story reifies his body as deficient, incapable of the companionship he experienced as an
ambulatory man.
Solis (2007) asserts that Ulmer‘s experience reiterates recurrent interpretations of
physically disabled masculine identity; according to Solis, a physically disabled male
body‘s performance is often infantilized, judged incapable of romantic love or
partnership within cultural interaction. Ulmer performed his memories of his wife with a
sense of wistfulness and disappointment, but not anger, positioning himself as accepting
of his wife‘s decision to end their marriage. Ernest, a higher education administrator who
uses a wheelchair, also narrated the story of his divorce and also performed himself as
sad, not angry at his wife for leaving, positioning his body as the inevitable reason for
their marriage‘s end:

201

There‟s Too Much Pain Here in the House
E: My disability had a lot to do with the fact that we divorced (pause)
it‘s not easy living with a disability if (pause-falter – false start )
and it‘s even tougher
I think in many ways if you have a disability (false start)
a disabled spouse
Kara found that ah
she had to be out of bed before 5:30 when my aids came in (pause)
she couldn‘t go to bed at night till 10:30 at night
when my aids finally left (sigh – pause)
the house had to be laid out in a certain way
for me to be to maximize my independence um
and I used to talk about societal discrimination
um how things were not ah (pause)
accessible to me and ah
she left saying
―I can‘t stay with you
there‘s too much pain um (false start)
there‟s too much pain here in the house
I have to get away‖ (pause – sigh)
So I think if it weren‘t for my disability we might still be together
I‘m not sure (sigh)
Ernest positions his physical disability as the catalyst for his divorce. He performs the
physical and emotional struggle of disabled embodiment as more difficult for his wife
who is not disabled, than for him. He pauses throughout this portion of the narrative,
performing the overwhelming weight of the burden participating in the co-constitution of
physically disabled identity. He moves through the restraints and demands on his wife‘s
body: her sleep schedule, the way the house and furniture needed to be laid out, and the
habitual reminders of the stigma and prejudice surrounding her partner‘s, and
consequently her, daily life. He positions his wife‘s life as restricted, disabled by his
disability. In the end, he performs Kara‘s choice to shed her burden of the pain of
disability. She continues on in life apart from Ernest, restoring her able-bodied identity
through ending their relationship, and refusing to participate in the co-constitution of the
pain, exhaustion, and stigma that emerges from the physically disabled body in daily
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performance. He closes the story of their relationship with her statement, ―I can‟t stay
with you, there‟s too much pain here in the house. I have to get away,” and offers the
tentative conclusion that perhaps they would still be together if he were not disabled.
Ernest reiterates the hypothetical nature of his unrealized ending that is now inaccessible,
expressing the reservation that he‘s ―not sure.‖ Ernest‘s narrative maps the reasons for his
wife‘s leaving, positioning the rejecting of him as a romantic partner as inevitable, the
result of the exhaustion of a body unmarked by pathological difference enduring the
ongoing hardship of stigma.
Do you wish Kara stayed with Ernest? I know I do. Are you wondering if you would
have stayed if you were her? I wonder too. I‟ve never dated another disabled person. I‟m
not sure why, that‟s just how it turned out.
Personal rejection of physically disabled sexuality and gender
Like Ernest, Margaret also had an accident as a young adult that caused
her to need a wheelchair. Unlike Ernest, she never married. She positions herself as the
protagonist in her story of non-romance. She resists the potential of experiencing a story
similar to Ernest‘s by not entering into a romantic relationship:22
It Wasn‟t the White Picket Fence
M: I think probably my own kind of um (pause)
feelings about a relationship being disabled
probably prevented me from
getting real serious with anyone after Patrick and I broke up (pause)
Um it was just some aspects about being a paraplegic um
I couldn‘t quite see myself in the situation where (false start)
(hesitation)
it wasn‘t the white picket fence
it wasn‘t it wasn‘t (stutter – hesitation)
what I had planned you know
kind of thing (pause)
and so that I never pursued you know
22

Margaret was in a long-term relationship which ended three years after her accident. She chose
not to narrate the details of why the relationship ended, explaining that she, “didn’t really want to get
into it.” I did not press, honoring the boundaries she positioned as the creator of her story
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those of kinds of relationships because I (false start— hesitation)
because there‘s something in me at least (pause – hesitation)
It would be more hurtful I guess to disappoint someone
then not to have someone in my life at all (sigh)
was the way I felt about it um (pause)
although I think I probably could‘ve made someone happy
I guess I guess I guess (stutter- hesitation)
I was thinking that you know (pause)
and maybe I didn‟t give myself credit
for being able to do
as much as I ended up really being able to do (long pause)
but I just felt you know (pause)
I wanted to go to the basketball games
and sit in the middle bleachers and
you know I I didn‟t want to (pause)
you know be the person down on the floor
I didn‘t want to be the center of attention kind of thing
because of a special need that I might have
Margaret positions herself as a protagonist in her story of sexual and gender identity.
She, not the able-bodied culture, controls her sexual and romantic identity. In her
narrative, she, not the dominant culture, is uncomfortable with and in turn chooses for her
body not to participate in the creation of a romantic narrative that deviates from the
master American Love Story, the story of the ‗White Picket Fence.‘ Margaret‘s
performance is punctured with pauses and hesitations as she narrates the life she chose to
avoid, materializing her struggle to interpret the meanings within her chosen non-love
story.
After narrating her reasoning for not pursuing a relationship, Margaret questions
the potential reality of her decision to reject her body as capable of participating in a
romantic relationship, to be a valued, gendered being: ―Maybe I didn‟t give myself credit
for being able to do as much as I ended up really being able to do.‖ She pauses in
reflection before creating a tangible picture of the identity she chose to avoid and reject,
positioning herself as a physically disabled mother on the periphery of a cultural
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performance of parenthood, going to one‘s child‘s basketball game and sitting on the
floor rather than in the ―middle‖ of the bleachers. In her hypothetical narrative, she
materializes the marginality of a lacking, stigmatized body. She positions herself on the
periphery of a cultural performance of parenthood rather than the center, a position she
chose to avoid through not engaging in a relationship that would result in the potential
uncomfortable situation, of being under the gaze of others, ―the center of attention,‖
marked as deficient.
Performing resistance to physically disabled asexuality
Thus far, narrators have performed their stories of their bodies rejected by the
dominant culture, marked as deficient by potential strangers, romantic partners, and/or
themselves. Our next narrators resist the potential rejection of their bodies. In their
stories, their able-bodied partners‘ acceptance of them potentially restores them to valued
members of the human species. Their performances of resistance to the marginalizing and
stigmatizing of their gendered and sexual identities illuminate the struggle through which
all humans pursue the coveted identity of valued gendered and sexual identity.
Have you ever struggled for acceptance and approval from others? Maybe you can
resonate with these narrators, even if you‟re not disabled. We all perform gender, right?
Kale performed an interaction with a colleague who asked if ―the semi-attractive
woman‖ he always sees him with was his ―nurse.‖ To which Kale responded, ―No ah,
ASSHOLE, that‘s my wife,‖ who also is a professor at the same college. Farrah
performed an interaction where she resists a stranger‘s invasive question of whether or
not she is able to have children by drawing attention to her body‘s ability to engage in
sexual intercourse. To which she answered, ―YES AND I CAN HAVE SEX TOO,‖
forcing the woman to face the discomfort of her atypical body as not only able to
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reproduce but to engage in the sexual intercourse of which the dominant culture seeks to
render it incapable.
Some narrators performed a less overt confrontational resistance to the rejection
of their bodies as valued gendered, sexual beings. Dierdre, a sociology professor who
transitioned from walking with a limp to using a wheelchair due to polio, told a story
where she desired to avoid rather than confront or resist the gaze of the able-bodied
culture. She performed the following narrative in which she went to the airport to pick
up a physically disabled colleague who she then took to dinner:
They‟re certainly going to Notice Two
D: I mean people look at one
but they‟re certainly going to notice two (pause)
Um it‘s a really interesting story (pause)
and I noticed that I picked him up from the airport (pause)
and I know that the two of us together
were very uncomfortable walking out of the restaurant together
I could (stumble) I could feel it
We didn‘t say anything but I sensed it coming from him
and I know it was coming from me
we had (false start) we really had difficulty with it
as though maybe they thought that we (hesitation)
we were together because we have to be
Dierdre articulates a sense of tension and discomfort surrounding two disabled bodies
moving together through space, potentially being judged as unfit for able-bodied
companionship. As the narrator she acts as the interpreter of a two-fold unspoken
cultural prejudice toward (1) homosexuality (she is a lesbian in a committed relationship
with an able-bodied woman) and (2) physically disability: (1) that a male and a female
body in public together are romantically involved and (2) that physically disabled bodies
are not sexually desirable or romantically valued by able bodies. She constitutes the
shared realization as too uncomfortable to speak of and salient enough to share as mutual
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without a verbal exchange, ―I sensed it coming from him and I know it was coming from
me.‖ Rather than perform their resistance to the gaze, Dierdre and her colleague remain
silent, reluctant to verbalize the underlying prejudice and assumptions that continue to
surface in the time and space of the occurrence and resurface through Dierdre‘s narrative
performance. Her story affirms the stigma attached to physically disabled bodies through
her performance of her colleague and her discomfort over being seen together and
deemed unworthy of the affirming attraction of able-bodied partners.
Jesse narrated his attempt to resist the rejection of his body as valued, masculine,
and sexual through engaging in a sexual and romantic partnership with a woman defined
as beautiful by dominant cultural standards. He reflected back on their ended marriage
with the following story:
Something as Fragile as Two Human Beings
J: Um I think that in a real way
I was looking for this tall beautiful blond
to validate my existence somehow
I know that that was something that I came into that relationship
wanting expecting (slow delivery – emphasis)
needing somehow which is (false start)
boy that‟s a lot of freight to pile on to something as fragile as
two human beings trying to spend time together
and make a life together you know?
Jesse positions his ex-wife as an embodied gender ideal, the negation of a spoiled
identity that could cancel out his perceived lack. He continued, ―I was looking for this
tall, beautiful, blond to validate my own existence.‖ He performs his failed attempt to
restore his identity through the intimate acceptance of an able-bodied partner as the
reason his marriage ends. He positions the stigma he desires to shed as thickly embedded
in cultural understandings, “a lot of freight” weighing down on human identities too
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―fragile” to withstand the exorbitant pressure of stigmatized identity. Like Ernest, he
positions his struggle as the cause of his divorce.
Gill (1997) in her component theory of disabled identity development, asserts that
physically disabled individuals must undergo a personal evolution in self understanding
in which they reach the point where they are comfortable claiming their bodies as not
needing restoration, but as fully and legitimately human and thereby entitled to full
participation in a culture without apologies or perceptions of self-lack. Jesse performs his
initial desire to undergo this evolution through the sexual acceptance of his beautiful,
able-bodied wife:
I Had Her Take My Brace Off
J: One of the first times Nicole and I had sex um (pause – hesitation)
I had her take my brace off
and um it was (false start) it (false start) you know (false start – pause)
so what it‘s symbolic significance? (pause)
it was very significant for me (pause – hesitation)
and I think for her too (pause)
in a way it was a signal of a level of acceptance
that was very important you know
if we were going to go to this next level (pause – false start)
take the next step this is you know (false start)
something that has to be
this something we have to (false start)
that you have to come to terms with
to accept in some ways
I mean in some way I had to accept
and she might already (hesitation)
but I never really fully did that (pause)
It was very significant for sure
Jesse describes his wife‘s taking his brace off as ―symbolic‖ of her acceptance that
she could ―take this next step,‖ accept him on a level that she could both emotionally and
physically connect with him. Jesse conjectures that the act of removing his brace
potentially was more significant for him than for her because he had not personally
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overcome the cultural stigma toward his body, while he cannot confirm if she did or did
not.
Jesse goes on to position his inability to accept his body and in turn his identity as
desirable, valid, and worthy of love and sexual attraction as cause of the eventual end of
his relationship; he performs himself, not his ex-wife, as lacking the means to resist the
stigmatization and restore his body. He later asserts that his desire for her to restore his
body, an impossible task ultimately led to the end of their marriage. ―I think that‘s why it
ended like it did.‖ Jesse ended the story of his marriage with a moral lesson that ―no one
can make you comfortable in your own skin, that‘s something you need to do for
yourself. No one can do it for you (sigh).‖ Jesse positions the restoration of one‘s
physically disabled body as a personal, rather than shared process: the personal rejection
of the dominant culture‘s deep seeded prejudice and judgment as artificial, contrived, and
therefore, unimportant.
Unsettling Femininity and Masculinity in Physically Disabled Bodies‟ Performances
Jesse‘s struggle resonates with Ostrander (2008), who in a study of young men
with spinal cord injuries found that a physically disabled identity resulted in a perception
of ―diminished masculinity . . . [in] their sexual encounters, intimate partner selection
[and] body image‖ (p. 592). However, not every narrator positioned her or his disability
as diminishing her or his gendered and sexual identities to the point of needed restoration.
For the remainder of this chapter I will move with the remaining narrators along the
spectrum of gender identity and trace how their physical disability emerges intertwined
with cultural constitutions of gender and sexuality, unsettling cultural expectations of
gender. The narrators perform others‘ interpretations of their bodies as feminized and/or
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masculinized by the presence of physical disability on a body with multiple other markers
(height, frame, voice, weight and so on), rather than as asexual. We will begin with
bodies with intensified masculinity and move across the gender spectrum to those who
found their bodies to be hyper-feminized, ending with those who pass for able-bodied and
in turn are forced to navigate the skepticism of a culture that would prefer to categorize
their bodies as non-disabled and in turn, interpret their gender performances as deviant by
choice, and in turn suspicious and in need of discipline.
Disrupting gender through validated physically disabled masculine
performance
In narratives of validated masculinity, narrators positioned their physical
disabilities as evidence of their fortitude of character, that they were capable of enduring
hardship and adversity. Others interpret them as examples of leaders and mentors who
others interpret as mentors who possess the strength to enact the stereotypically
masculine role of a leader through times of trial and a role models, akin to a wounded
warrior returning home to a society in which he is esteemed for his ability to endure and
triumph over potential misery and serve as an inspiration to others. Alvin, a professor of
political science who is a quadriplegic with limited use of his vocal cords noted, ―I th.ink.
that. it. prob.ab.ly. ma.kes. me. a. bet.ter. pa.rent. my. ki.ds. have. an. un.der.stand.ing. of.
hum.an. res.i.lience. a. role. mod.el. in. how. much. we. can. take. and. they. re.spect. me.
for. that.‖Alvin positions his disabled male body as a positive attribute in the masculine
role of a father because his children interpret his ability to withstand physical disability as
indicative of his strength of character. In his narrative performance of his parental
identity, he emerges as a warrior who endures through battle. His fortitude in the face of
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adversity fosters admiration from his children, a living example of how to continue on in
the midst of trials.
Larry, a pastor who uses a wheelchair due to a degenerative condition, also
positioned his disabled body as a source of strength and admiration for those around him.
He positioned his physical body as evoking a similar response from his congregation:
Be Present to Their Pain
L: I don‘t know what what (stutter) to make of this yet (pause)
I don‘t know how I feel about it um (pause)
there would be times at which a hurting person
would feel a certain kind of intimacy
or connection with me because they already have this sense that I
was a person who struggled and (hesitation)
who struggled and dealt with extra complications
and pain and what have you
you know what I‘m saying?
So that was always sort of (stutter ) sort of a thing
that almost like in my views how (hesitation)
I‘d how I‘d frame this (false start hesitation)
almost like God
through my journey with struggle and difference and isolation and what
have you
ah puts me out there among a people ah (hesitation)
who can then find some place of comfort
to know they‘re (stutter – hesitation)
they‘re shepherd is also ah (pause)
a wounded person (pause)
or a person who struggles as well
and another aspect of that though that was interesting
what I was gonna say at first
another interesting aspect of that
though was to have people who wanted to share
and who really needed to um
I guess be affirmed and to just have me share in their difficulty
and be present to their pain
Larry pauses throughout his performance. He emerges reflective and thoughtful in
his interpretation of his congregation‘s understanding of his identity and the meanings
that form through their interactions. He positions his body as appealing to those seeking a
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teacher, advisor, and counselor in times of suffering, seeing his body as evidence that he
is familiar with their pain. Larry draws upon the moral model, attributing his role as a
pastor as ordained by God. He also draws upon the familiar Christian metaphor of a
pastor as a shepherd who takes care of the congregation, nurturing them like a shepherd
would tend to his flock. He positions himself as strong and respected by his congregation,
his masculinity does not need to be restored and he effectively performs the role of a
respected and revered paternal leader. Like Alvin in his performance of his role of a
father, Larry gains credibility and respect from others, able to embody the reiterated
constitutions of masculinity as one who is able to singlehandedly endure and press on
through hardship.
Park-Fuller (1995) asserts that in taking on the role of an audience for one
another‘s stories we ―bear witness‖ participating in the meaning-making that occurs
within the time and space of human interaction. In his role of a pastor, Larry‘s leadership
and authority is arguably paternal, that of father who is intimately connected to his
congregation, tantamount to the head of a family. Because they interpret his body as
enduring suffering, others are compelled to seek him out as a validated witness to pain,
able to offer them insight and support. When enacting paternal masculine roles, such as
that of a father or pastor, physical disability can legitimate rather than negates one‘s
masculine performance.
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Outside of nurturing and counseling masculine roles, such as a

father or pastor, the narrators did not perform the presence of physical disability as
heightening one‘s perceived masculinity. However, the diminishment of masculinity was
not always a source of lament, as our next narrators demonstrate.

23

Jesse also included that his wife looked to him for stability, but did not directly tie this desire to his
ability to endure a physical disability.
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Performing diminished masculinity without the need for restoration
Herman, a higher education administrator who is a quadriplegic after a farming
accident, and Travis, a director of health and safety at a university who uses a wheelchair
due to a degenerative neurological disorder; both perform their physical disabilities as
diminishing their masculinity, a phenomenon which is recurrent throughout disability
theory and literature (Asch & Fine, 1988; King, 1993; Ostrander, 2008; Thomson, 1997;
Solis, 2007). Yet unlike Jesse or Kale, they do not perform their gender performances as
in need of restoration. For these narrators, the diminishment of independence, dominance,
severity, and intimidation of their bodies, (traits often associated with dominant cultural
understandings of masculinity), fostered an increased approachability rather than
reproach or disdain. Their narratives further draw attention to the complexity of how one
perceives and understands her or his own and others‘ bodies is multifaceted and complex,
uniquely situated in bodies, situated in spaces, and embedded in discourse with multiple
meanings, possibilities, and interpretations.
In his performance, Herman contrasted his gender performance before and after
his accident. Before his accident, he positions himself as embodying dominant cultural
expectations of masculinity; personal autonomy and disinterest in emotional connection
or attention to the feminine (Johnson, 2005/1997). He interprets these qualities as
hindering his connection to his wife:
A Guy‟s Guy
H: Well I was a real redneck (laugh)
a guy‟s guy you know (pause)
it‘s easier to talk with each other (pause)
she never was a partier and I was and (hesitation)
and I actually
probably respect her more now than I did when I was young and rowdy
the relationship is more of a less (pause)
it‟s deeper now
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Herman performs his physical disability as diminishing culturally perceived dominant
masculine traits such as independence, emotional distance from interactions termed
feminine by culture. In turn, he positions his able-bodied identity as resonating in and
belonging to masculine relationships, ―a guy‘s guy.‖ For Herman, the onset of physical
disability alters his identity because he is no longer able to enter cultural contexts where
he can interact with the ―guys‖ who were ―partier[s]‖ and ―young and rowdy.‖ He
positions his physical disability‘s obstruction of these performances as a means to open
communication with his wife, compelling him to value her, and foster their relationship
―I actually probably respect her more now that I did, it‟s deeper now.” Herman performs
the diminishment of his masculinity as a means to re-constitute his gender identity
through interactions with his wife, which facilitated a relationship and identity that he
prefers to his prior, hyper-masculine identity.
Travis reiterated Herman‘s sentiments, performing his physical disability as
opening space to foster relationships in his professional rather than his private context:
It Put Me in Reach
T: I think (pause – reflective)
well I‘m I‘m actually fairly tall
I‘m 6 foot 3 and um (pause)
I have been told by many
that I look like either a doctor or an attorney (pause)
so in a sense I am
perhaps a bit imposing
and people tend to stand off from me a little bit
I have um in one way or another
always been involved in a field
with its own jargon and technical vocabulary
and I tend to um I‘m I‘m (stumbling) um a bit of a wordsmith
of a person (pause – trail off)
so I try to be very precise in how I describe or um
or discuss things
and I think that‘s a little standoffish for people as well
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that are perhaps lay people or whatever
and I think that that put me out of reach for a lot of people
and in my niche I connected well
but in general I was out of reach and with my disability
um no pun intended (laugh)
it really did put me in reach
Travis positions his identity prior to the onset of disease as hyper masculine,
intellectually elite, and in turn intimidating and unapproachable. He compares his
professional presence to that of a doctor or a lawyer, two high powered, culturally valued
professional identities predominantly equated with masculinity. Like Herman, Travis is a
quadriplegic and uses an electric wheelchair to move. He is also dependent on his wife to
eat, bathe, dress, and so on. Seated in his wheelchair, it is clear that he is a large man. His
chair, in order to accommodate his build, takes up space. His legs are long, his shoulders
are broad, his voice is deep, and his face is angular with a defined jaw. At five foot one,
standing next to his wheelchair, I made eye contact with only a slight glance downward.
Within his wheelchair, Travis retains a masculine, commanding, articulate
presence. He goes on to perform how his physical disability altered others‘ impressions
of him, allowing him to build relationships with people who normally would have
remained distant from him. He positions his disability as a gateway, ―an open door,‖
rather than a barrier to his relationships with others. As a ―receiver of assistance‖ his
large body, deep voice, and large vocabulary are less intimidating. Travis performs his
physical dependence as softening his hyper masculine, powerful, professional identity – a
reduction he welcomes and embraces. Rather than being ostracized, he is more
approachable (like Herman is to his wife) and is able to form closer relationships, ―I can
now connect with people deeply, which I like.” Herman does not perform any experience
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of stigma or marginalization that potentially accompanies physically disabled identity in
performance.
Travis went on to narrate what he positioned as a recurrent performance of his
professional identity:
It Puts Us on the Same Team or Something
T: if I‘m trying to draw a diagram on a flipchart
flipcharts are usually mounted
so that the bottom of the flip chart is about shoulder high
and my arms don‘t reach very high
and with a marker I can make some scratches on a flipchart
but they don‘t necessarily translate to any communication
between myself and the audience (pause)
and I think um that it‘s (pause)
ah I‘ve learned to ask for help and to be comfortable with that
so I‘m willing to solicit from you know whatever group
whether it be from the um from the team that I‘m working with
or whether it be from the planning board members
and I think in doing that
particularly if I‘m soliciting from a group that I‘m presenting to
so actually reaching over that chasm between me and them
you know us and them
that breaks down barriers
I invite one of them to come and help me and um
and then then it um I don‘t know (pause – struggling)
it puts us on the same team or something
Travis performs his dependence on others as means to co-constitute shared identity
within the professional space. He positions himself as comfortable ―soliciting help‖ from
both his colleagues and those he presents information to, to help him ―translate‖
information. He emphasizes that his request for help is “particularly” significant when
he asks for assistance from those he is presenting to, a means to ―[reach] over the
chasm” and ―[break] down barriers‖ that divide them from one another within a
professional space. He pauses before articulating that, ―It puts them on the same team or
something,‖ situating them in collaboration rather than on opposing sides of a
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professional interaction that could evoke a competitive struggle over power and
resources. Travis enacts his professional expertise through a large body that others
interpret as commanding, educated, and articulate. Through his body, his performance of
dependence is not met with reproach or resistance. Rather, his masculinity is mitigated to
the point of approachability, rather than devalue or contempt.
The phenomenon of diminished masculinity was not confined to male bodies.
Gender performance is not tied to sexual organs, but cultural constructions of gender that
emerge through bodies in performance (Butler, 1990). Rhonda, a history instructor, like
Travis, is over six feet tall with broad shoulders, a large frame and a commanding voice.
Rhonda noted that her development of rheumatoid arthritis seemed to make her more
approachable and desirable to men, increasing her vulnerability, potential dependence,
and in turn femininity:
It Cuts Me Down to Size So to Speak
R: you could go into relationships over and over you know (hesitation)
could talk about these things
but with rheumatoid I don‘t know if that‘s been a huge factor (pause)
although I think men at first think of like a granny
you know (long pause)
I think it may kind of make me more approachable
It cuts me down to size so to speak
brings me down a peg
I don‘t know
maybe more dependent
Not as tough as I seem
Like maybe I am weaker than they initially thought
That I need to be taken care of even though I‘m the same size as them
They‘re still stronger and can help (hesitation – long pause)
I can‘t prove that
I think it sometimes though
Rhonda begins by performing disability as relatively insignificant to her performance
of gender. She then re-positions it as diminishing her performance of femininity, causing
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her to appear aged rather than viable and attractive, describing men‘s initial responses as
equating her with a ―granny.‖ Rhonda‘s initial response reiterates Thomson‘s (1997)
assertion that, ―Physical disability is not usually understood to intertwine with
attractiveness or sexuality‖ but with terms like ―maimed, afflicted, mad, abnormal, or
debilitated . . . sick, old, or crazy‖ (p.77).
After a long pause, Rhonda undergoes a performance that is riddled with
hesitations as she struggles to constitute the complexity of how gender and disability
performances draw upon one another in interaction. Begum (1992) asserts, ―[d]isabled
women cannot be treated as a unitary group;‖ that unique bodies, contexts, and
interactions, ―will influence individual experience and these may differ from those of
other disabled women‖ (p. 70). Rhonda positions herself as strong willed and assertive
throughout her narrative. Her communication style and larger build could potentially
compel men to interpret her performance as stereotypically masculine, ―aggressive,
dominant, and emotionally repressed‖ and in turn challenging to their own masculinity
(Whitehead & Barrett, 2001, p. 6).
Rhonda hesitantly conjectures that seeing her in pain and vulnerable diminishes
her perceived dominance, allowing men to interpret her as vulnerable, emotional, and in
need of care. Rhonda‘s cautious observation of her dynamic with men can be situated in
historical performances of preferred femininity. Thomson (1997) articulates that
historically practices of femininity have configured female bodies similarly to disability.
―Foot-binding, scarification, clitoridectomy and corseting [along with anorexia and
hysteria] were (and are) socially accepted, even compulsory [and] ironically, are socially
enabling, increasing a woman‘s value‖ (p. 27). Physical disability lessened others‘
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interpretation of Rhonda‘s body in daily performance, feminizing her, and in turn,
compelling men to interpret her as more approachable and in turn sexually appealing, an
interpretation that Rhonda performs slowly, as though uncomfortable at this emerging
realization. Rhonda was not alone in this experience, as our next narrators reveal.
Performing physically disabled hyper-femininity
Corinne, Beatrice, Olivia, Nora, Wendie, and Patty also noted the complexities
of performing physically disabled gender identity through female bodies. These women
are thin and ambulatory with small bone structures. Some of their disabilities visibly
affect their gaits while others do not. At times the women positioned their physical
disabilities as amusing, even positive. At other times they emerged resistant, in a struggle
over these perceived interpretations. We will begin with Corinne, Beatrice, Olivia, and
Nora who perform others‘ interpretations of their physical disabled bodies as increasing
their perceived femininity, causing people to interact with them as hyper-feminine:
fragile, delicate, slight, helpless, and docile. Corinne, a web designer with fibromyalgia
which causes her to have a pale complexion and appear visibly tired and frail, noted that
others positioned her as delicate within the professional space, ―one of the bosses
jokingly calls me the canary because I‘m always the first one to sense like when germs
are going around the office, I‘m the first one to go down. (laugh)‖ Corinne appeared
amused by her boss positioning her as fragile and physically vulnerable, a trait often
associated with femininity. Beatrice, a drama professor whose disability affected her
growth, comprises her ability to walk long distances, and causes fatigue narrated a similar
experience of hyper-feminization, but like Rhonda, seemed hesitant to dismiss it as
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amusing, rather she performed her concern of the potential professional consequences of
hyper-feminization:
Because It Just Empowers You as Someone Who‟s Needy
B: When I first started teaching I had just turned thirty
and so as a professor
and because I‟m really short and „cause I‟m blond
it was really hard to enter those all male arenas
and be given authorities (pause)
like when I started my teaching position
I was the youngest faculty by 20 years
and the only woman (pause)
JA: Wow
B: And um so I just (hesitation)
you know it just took them awhile to figure out
that I was going to hold my own (pause)
and there would be things (pause – hesitation)
like at a meeting
they would just assume that I would be the one that would take the
minutes you know (long pause -thoughtful)
I think as a woman you get all that you know?
kind of patronizing
like they want to take care of you
that‘s another woman (false start) that‘s another reason why I think
you don‘t always want to let people know what‟s going on
because if you‘re in a position where your older faculty are
trying to take care of you
it‘s hard to be assertive
because it just empowers you as someone who‟s needy
Beatrice performs the multiple visible attributes that compel others to interpret her
body as hyper-feminine, and in turn weak, vulnerable, and childlike. In turn, she needs to
struggle against their assumptions that she is not their equal but their assistant who should
perform the stereotypical role of the recorder of the ideas rather than a participant in their
development. She centers their interpretation on her female body, ―I think as a woman‖
and ―that‘s another woman (false start) another reason.‖ She positions her light hair,
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small stature, and atypical gait as intensifying their sexist assumptions of her feminine
body‘s incapability.24
Through his large, middle aged body and deep voice, Travis performed his
physical disability as positive, allowing him to form equal relationships with others, to
―appear on the same team‖ as those around him. In contrast, Beatrice, as a small younger
woman, with a high voice, is reluctant to accept help, positioning requests for help as
potentially detrimental to her acceptance as an equal, marginalized as hyper-feminine,
―needy,‖ and ―incapable‖ rather than ―on the same team.‖ While Travis performed his
vulnerability as reducing his hyper masculinity and putting him in reach of equal
relationships, Beatrice performs through a body already interpreted as feminine and in
turn approachable and not authoritative. In turn, she is leery to accept offers for help
which would move her further toward hyper-femininity, intensifying her perceived
vulnerability and dependence on others. She shifts to the second person, speaking to me,
her audience, another young physically disabled aspiring academic with small stature and
atypical gait. She advises me, (and arguably other women with similar bodies), that we
need to be careful to not allow others to interpret us as vulnerable because of our physical
disabilities, ―you don‘t want to let people know what‘s going on.‖ Beatrice positions her
colleague‘s attentiveness as problematic in that it ―empowers‖ (i.e. gains resources and
attention) for a small disabled woman through diminishing her professionalism and
lessening her influence, positioning her as ―needy,‖ and in turn an incapable, dependent,
and inferior rather than self-sufficient, independent, and equal in the professional space.

24

For examples and more information on the relationship between professional identity and blonde
hair see Thomas (1997).
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Olivia, like Beatrice, is thin, of smaller stature, with blonde hair (personal traits
associated with femininity) and an atypical gait. While Olivia mentioned that her
colleagues often want to help her lift her immobile patients, ―whether she needs it or
not,‖ she laughed and dismissed it, moving on in her narrative. She then spent a large
portion of her narrative performing her physically disabled gender identity outside of the
professional space where she enjoyed role-playing as a hyper-feminine body in need of
masculine rescue:
He Carried Me to My Room
O: My husband
we went to college together and he ah says
that he was really just hitting on um
a cute little blond in a way that made them look chivalrous
but um yeah (laugh)
So we met because he asked if he could help one day
when I was having some issues um physically
um in the lunch hall
He carried me to my room
I didn‘t really need to be carried
I was walking slower because my legs were spasming
but I didn‟t need to be carried
But he was cute so I figured
why not be a damsel you know (slightly sarcastic - laugh)
it sure made things easier
and so we started talking
and talked for an hour when we got back to my room
and went out that weekend
that sounds ridiculous doesn‘t it? (laugh)
But well things went from there (pause)
I think he likes carrying me (pause)
and stretching my legs
Technically I could do it myself
I am a therapist after all
I teach people how to do it themselves
But he likes helping me
He doesn‟t like seeing me in pain
but he does like to be needed anyway (laugh)
Anyway Um Yeah
I guess this really has nothing to do with work does it? (laugh)
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Unlike Corinne‘s and Beatrice‘s narration of hyper-femininity, Olivia‘s story takes
place outside of the professional context, within her romantic relationship with her
husband. Within the space of an intimate relationship, Olivia laughs, enjoying the roleplay in which she and her husband engage, she as a ―damsel in distress‖ and he as the
‗masculine savior‘ who has come to rescue her. She performs herself as aware and
slightly mocking of her husband and her reiteration of dominant cultural constitutions of
masculine and feminine roles, while also enjoying the exchange that ultimately led to a
happy marriage. Olivia reiterates her professional identity, positioning herself as an
authority on stretching out her own muscles, an expert who teaches people how to stretch
their bodies independently. Within her private partnership, she performs herself as
amused and compassionate toward her husband‘s desire to help her, even when his
assistance is unneeded. Unlike Beatrice in a professional space with male colleagues,
within a private space, with her romantic partner, Olivia feels comfortable allowing her
husband to take on the role of her protector and nurturer while she performs herself as
vulnerable, feminine, and in need of rescuing and care. Olivia and Beatrice‘s stories
draw attention to the significance of the contexts and relationships in which interactions
emerge, reiterating the social lines between public and private spaces, and the differing
risks and benefits of enacting culturally constituted gender roles across situations.
Olivia ends this portion of her narrative with questioning her desire, before
hastening her speech pattern and signaling that she is going to return to her narrative
about professionalism. Olivia emerged as embarrassed, even sheepish after disclosing the
above story. She complicates her accomplished, professional identity through exposing
her body as capable of performing feminine and helplessness, an ability she takes
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advantage of, and now feels foolish, noting her deviation from her personal story of
professional identity.
Did you think of times when you‟ve knowingly engaged in reiterating gender
performance and enjoyed it? I think perhaps we all notice from time to time. Though I
imagine we do it a lot without noticing too.
Olivia‘s gender performance as a slim, petite, blond with a limp, (which is
detectable but could perhaps be mistaken for a temporary injury such as a sprained ankle
or pulled muscle) emerges as desirable to the opposite sex, intensified by her perceived
physical vulnerability. The physical therapy Olivia performs daily to maintain her
mobility causes her body to be thin and toned. The intersections of her physically
disabled and gendered performance appear to intensify, not compromise, her femininity.
Yet, during her narrative, Olivia told the following story of a struggle to perform
successful gender identity through an almost passing physically disabled, feminine body:
Since I Couldn‟t Be I Wanted to Be
O: But um I don‘t know where I‘m going with this
But um yeah as far as cripples go
I am super gimp in a lot of ways
I mean at this point I have a job that‘s pretty demanding physically
and I‘m pretty successful and um
the only thing that CP ever stopped me from doing
is cheerleading (laugh)
I really wanted to cheerlead in um high school
I don‘t know why
maybe the social standing (hesitation)
to be pretty and popular
the football players‟ date
flexible (laugh)
or or whatever
was something I didn‘t have
I wasn‘t ostracized or anything
but I was nowhere near there
and since I couldn‟t be I wanted to be
Um I mean I‟m a realist
I never tried out for the squad or whatever
I didn‟t because I‟m a realist
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I can‟t move in sync with anybody else
I couldn‘t ever cheer but I really wanted to
I always wanted to in high school
not sure why
It‘s kind of silly to talk about um
in an interview about professionalism (awkward laugh)
Sorry back to talking about work
Olivia describes herself as a ―super gimp.‖ Like in Chapter Three, she constitutes her
body as among the most capable and accepted of those marked as physically disabled, on
the cusp of able-bodied identity. Still, Olivia, as an accomplished professional woman in
her mid-thirties, with a husband and children, felt compelled to narrate a story of
perceived failure to embody preferred femininity as an adolescent. She performed a sense
of ‗lack‘ as still significant enough to emerge as the solitary story of failure within her
narrative of seemingly successful physically disabled identity.
Nora, an accomplished higher education administrator who walks with a
noticeable limp from polio and is married to an able-bodied man, also included the
realization that, like Olivia, she could never be a cheerleader as significant, evidence of
her inability to embody fully-able femininity: ―The only thing I couldn‘t be that I really
wanted to be at one point in school was (false start) I wanted to be a cheerleader (pause –
laugh) but it became very clear that I was not going to be of the physical condition that I
would make an acceptable cheerleader.‖ Both Nora and Olivia position cheerleading as
out of reach for their almost-able bodies.
While Nora mentioned cheerleading only in passing before moving to a new
topic, Olivia took time to articulate the social significance of cheerleading and adolescent
feminine identity. Cheerleaders were among the most attractive and socially valued of her
peers. As a woman with cerebral palsy which causes tight spastic muscles, she performs a
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longing to be limber and ―flexible.‖ Like Margaret, Olivia avoids a gender performance
at which she perceives she would fail. She does not give the cheerleading coach and
squad the opportunity to reject her, to assign her the ‗lacking‘ or ―spoiled identity‖ which
falls short of the physical prowess required to perform an athletic, feminine role
(Goffman, 1963). While Margaret questions whether or not she possibly could have been
a successful wife, questioning her choice to abstain from the attempt to peform an
identity she reserves for the non-disabled body, Olivia states twice that she chose to avoid
participating in tryouts because she is a ―realist‖ who recognized the limitations of her
unique embodiment that she could not overcome to meet the demands of cheerleading.
Olivia reiterates her sense of loss as an adolescent in her intense desire to enact a
gender performance of which she was physically incapable. She ends this portion of her
narrative by attempting to dismiss the relevance of cheerleading, a feminine, adolescent
activity that is often positioned as vapid and objectifying within athletic endeavors. Still,
Olivia‘s (and also Nora‘s) choice to include it in her narrative performance, even as she
positions it as outside of and irrelevant to her professional identity, illuminates the power
and desire that accompanies perceived successful performances of femininity, and the
sense of loss for those who fail to embody them in daily life.
Butler (1990) reminds us that we never fully arrive at a complete, acceptable
gender identity, but continue to perform our desire for successful embodiment. Yet the
constitution of some performances of gender as more valued than others compels us as
cultural members to yearn to attempt performances, even in our recognition that they are
beyond our and arguably every cultural member‘s reach. Olivia‘s physically disabled
body on the spectrum of physical ability, from bodies who are dead to those who are
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Olympic athletes, Olivia moves toward those considered able-bodied, i.e. normal. Her
body‘s liminal occupation of an ‗almost able identity‘ compelled her to perform a story of
failed femininity in a context in which she fell short of those who embody an adolescent
feminine ideal. Olivia dismisses her failure to embody a tangible, valued, adolescent,
ideal as a deviation from her intended narrative during the time and space of the
interview, ―It‘s kind of silly to talk about um, in an interview about professionalism.‖
Nora and Olivia constitute their performances of gender and physical disability as
accepted, even valued. Both women are married and spoke of dating throughout high
school and college. Yet, the inability to embody the athletic, limber, popular, and
feminine identity of their adolescences is a point of contention, worthy of inclusion in a
personal narrative, even in the context of an interview focused primarily on their
professional rather than gendered identities. The primary role of a cheerleader is to
entertain fans at a sports game, to evoke the gaze and excite the crowd through
choreographed dances and interactive chants in short skirts, often with exposed midriffs,
inviting of objectification in their performance of preferred femininity that is both
coveted and celebrated by our society. Olivia and Nora position themselves as largely
avoiding the stigma that accompanies embodying a ―spoiled identity‖ but still lacking,
perhaps still in need of restoration, however minor. They perform themselves as able to
embody what others perceive as desirable femininity, their bodies are deemed capable of
the impossible pursuit of an unattainable ideal. Neither Nora nor Olivia notes the
precarious position of a cheerleader in society, arguably both ‗empowered‘ with the
perceived social status of performing preferred feminine sexuality and ‗disempowered‘
due to their peers‘ dismissal of them as mere sex objects (Bettis & Adams, 2006).

227

Rather, as those deemed unacceptable for this role, both long to engage in cultural
performances that position them among the most physically desirable feminine bodies.
Nora and Olivia‘s narratives remind us that gender is always in a state of performance,
pursued, longed for, but forever unfinished because perfected gender performance alludes
us (Butler, 1990). While their physical disabilities intensify their perceived vulnerability
and in turn others‘ perceptions of their femininity, their bodies cannot be disciplined to
perform a coveted adolescent athletic identity.
Have you ever failed to enact a desired gender performance? Did their stories make
you think of those times? I remember thinking about my own perceived „failures‟ as I
heard their stories.
Unsettling Gender through Self-Imposed Deviation: Performing “Passing”
Physically Disabled Gendered Identity
Nora and Olivia almost ‗pass‘ as able-bodied. Our next narrators do ‗pass‘ and are
able to move through space undetected, seemingly without disability unsettling their
gender performances. These narrators tell stories of struggling against suspicion,
unsettling those around them by self-identifying as part of a minority population in their
performances to which others would initially choose not to assign them. Zeb, a physics
lab coordinator and a congenital amputee noted, ―It was never an issue. If I‘m wearing
pants you can‘t even tell, which is why I get dirty looks for parking in the handicap
spots.‖ The stories of passing disabled bodies were riddled with the dominant culture‘s
skepticism and judgment. These narrators performed stories of navigating the suspicious
hostility of those who interpreted them as choosing to defy the gender performances of
which they were capable. Those around them positioned them as consciously choosing
deviance, judging this perceived ‗choice‘ worthy of social contempt. Zeb told a story in
which he dramatically ripped off his prosthetic leg and placed it on top of his car to get
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another man to stop heckling him for parking in a handicap spot while on a date with his
wife:
He Was Exposed for the One Who Really Was Stupid
Z: The type of prosthetic I wore then was not easy to remove
but I reached down
and I pulled the leg off put it up on top of my car
and looked at him directly
and I said to him ―IS THAT MAYBE GOOD ENOUGH FOR YA?‖
he shut up and and and and and (laughing)
my wife and I now enjoyed now staring at them
as he was exposed for the one who really was stupid
and that woman that he was with was was yelling at him then
as he got into the car
In his narrative, Zeb was able to perform resistance to the stigma and judgment of a
passing able body by physically revealing his disability, shaming the man into driving
away in an act of confrontation that legitimized his right to park in a handicap spot. In his
story, his romantic partner approvingly shares in the retaliation and enjoys Zeb‘s
reclaiming of his integrity and masculine performance in which he successfully
confronted and scared off a man who challenged his legitimacy to occupy a space
reserved for ‗lacking.‘ In his performance, Zeb simultaneously enacts his physically
disabled and masculine identity.
Like Zeb, Patty and Wendie pass for able-bodied, but unlike him, they did not
narrate stories of triumph over skepticism and judgment of their deviant performances.
Like Nora and Olivia, the physical therapy involved in managing their pain and impaired
mobility causes their bodies to be thin and toned, and due to the inclusion of outdoor
activities, (both have physical therapy plans that involve exercising outdoors), they are
tan. However, unlike Nora and Olivia, their disabilities are not detectable upon first
meeting them.
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Patty, is tall, thin, toned, and tan, which compels others to resist identifying her
body as physically disabled. Consequently, she is met with skepticism over her apparent
choice to deviate from desired heterosexual femininity. Toward the end of her narrative,
Patty positioned her inability to not have her hair long or wear ―cute‖ shoes as a
significant source of tension in her personal life, revealing the burden of gender
expectations that potentially weighs down on a woman in pursuit of ideal gender
embodiment, close to, but always falling short of an ideal:
I Have to Have Short Hair
P: Some personal stuff
but I can‘t wear long hair again
I can‘t brush my hair
I can‘t blow it dry
I have to have short hair that I can just run my hand through
because if my hands were above my shoulder for even just a a (stumble)
few seconds they start to fall asleep
and after about a minute the pain sets in
Long hair is often equated with femininity, youth, and beauty. Though Patty is able to
pass, as not only able-bodied but feminine and attractive, her inability to have long hair
complicates her preferred gender performance. After the above statement, I asked Patty if
she had ―anything else‖ to add. She paused before continuing on in her performance.
Patty‘s speech was hurried and emerged almost as a confession, a weight rolling off her
body in a shared co-constitution of physically disabled, feminine identity:
You‟d think Cute Shoes Wouldn‟t Be an Issue
P: Well actually about about (stumble) the boyfriend
Actually maybe that is relevant
I mean It‘s really complicated because I mean I‘m in great shape (laugh)
well so I‘m I‘m (false start) he doesn‘t really understand
One thing about it is that I can‘t have long hair
and I also can‘t wear a lot of the you know pretty women‘s shoes
JA: I wouldn‘t have guessed that
P: Yeah most people wouldn‟t (laugh)
But I need not to throw off my balance
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because having to lean back to compensate like you do in heels
it can make my my back and neck hurt you know?
JA: Yeah that makes sense
P: And if my shoes are too tight
like those narrow shoes that are trendy and girly and everyone wears
I can‘t be uncomfortable because added to the pain
It‟s just too much
Anyway so I have these shoes right they‘re called Born (stumble)
Born and they‘re like cute little loafer looking shoes
and I wear them all the time
even when I go out because they have a lot of support
and my knees (false start)
and they‘re really helpful
they help a lot by keeping me comfortable and they‘re cute
But anyway I‘m dating this guy
and we‘ve been together awhile and a week ago
he just comes out and says
―why do you wear those shoes all the time?
If I bought you some shoes that weren‘t ugly would you get rid of those?‖
And I tell him ―listen these are not cheap shoes
they‟re EXPENSIVE shoes”
I mean I got them at TJ Maxx
but they‘re not cheap shoes they‟re an expensive brand
And besides I need to wear them
I tried to tell him that I can‘t wear just any shoes
I mean even before all this happened
before I started having trouble at work I needed good shoes
I was pigeon toed when I was little
not that that matters
it‘s about my physical needs now
but anyway he kept insisting
like he wouldn‟t let it go
saying I just LIKED wearing old lady shoes
And I‘m six (hesitation)
or five and a half years older than him
so my age comes up
So I mean it was really ridiculous
but it‘s just like a random little thing
You‘d think having a disability
whether or not you can wear your hair long or wear cute shoes
wouldn‘t be an issue
but (trail off – pause)
He‘d like my hair long too
But enough about that
I mean it doesn‘t really matter
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and we‘re working it out
Okay I‘m done (sigh – laugh)
In this final narrative, Patty positions herself as defensive and asks for collaboration
from me, another young, physically disabled woman, to validate her choice in shoes – to
both empathize with her struggle and approve of her purchase. She positions her shoes as
negations of the feminine; perceived to take up too much space, to not be narrow or
pointy enough and in turn, not ―girly.‖ Her feet require a larger more functional space,
which renders her vulnerable to her boyfriend‘s critiques. She performs him as
disapproving of her choice in shoes, desiring her footwear to compliment her otherwise
preferred feminine performance. Patty defends the shoes she wears as high quality,
economic, and necessary. Her voice is high and rushed; she appears frustrated, even
desperate in her struggle to resist her boyfriend‘s judgment.
Patty draws attention to the significance of the meanings surrounding grooming
and dressing of a disabled body, performance choices that others may potentially position
as irrelevant. She pauses momentarily after her story of struggle with her boyfriend and
repositions her story as insignificant, ―I mean it doesn‘t really matter, and we‘re working
it out.‖ She begins to elaborate, but after a waiver, chooses not to, ―Okay, I‘m done.‖ Her
closing does not negate the emotional delivery of the importance of her disability‘s
restrictions on her daily performance of gender and her boyfriend‘s disapproval of her
body. Patty, able to perform so close to an ideal able-bodied femininity, falls under
attack as she falters, unable to perform a long-haired, pointy-shoed feminine identity she
positions as the ideal. The complications of abled, disabled, preferred, and rejected
femininity emerge intertwined and contradictory within her body, causing her to fall
under suspicion of her partner, who interprets her choices in hair and shoe style as chosen
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deviance rather than necessity. Unlike those detectable physical disabilities, (Corinne,
Beatrice, Olivia, and Nora), the presence of disability complicates and contradicts rather
than intensifies her gender performance. Her strong athletic, ‗passing‘ body is interpreted
as suspicious, potentially unjustly claiming disabled status to justify her deviation from
preferred performances of gender.
We will end with Wendie, a professor of environmental science with a back injury
that compromises her ability to sit and causes her to walk rather than drive whenever
possible:
But You Look Fabulous
W: I was actually getting in pretty good shape
and I had gotten to the place where I could stand a long time
whereas when the injury first happened
I was in too much pain to stand um (false start)
but all the walking I was doing
oh I looked fabulous
I hadn‘t yet lost my muscle tone from being athletic
and I was walking all the time
and it was California so I was tan
I remember saying to somebody that I was severely disabled
and they were like
“But you look fabulous”
So I was like
“Well thank you”
Wendie lists all her physical characteristics that are equated with the non-disabled
body. Her body had ―muscle tone,‖ was ―tan,‖ and thin. Her physical attributes that are
associated with athletic identity compel others to be surprised that she is disabled. She
went on to perform a multifaceted story of discrimination, a narration of a bodily
difference others interpreted as electing defiance, unruly and deserving of rejection and
contempt. This contempt was three-fold toward her passing as able-bodied, White, and
heterosexual while self-identifying as disabled, Jewish, and a lesbian. In each situation,
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Wendie spoke of her peers rejecting her, interpreting her as consciously deviant, choosing
a marginalized identity while reaping the privileged benefits of embodying the dominant
valued identity.
Wendie spent time drawing connections between the different points in her life
when her peers rejected her for deviating from their expectations. She compared the
rejection from her professional peers to the hostility she encountered when she first
moved to a large city with her partner and attempted to enter an intellectual, community
activist, lesbian social group with her partner after going through childhood adolescence
and young adulthood as heterosexual. As a consultant in a large city, she would dress in
feminine professional clothing for work, with painted nails, make up, and high heels, all
of which she would then wear to book clubs, poetry readings, and concerts, all of where
the majority of people in attendance were lesbians who did not choose to dress like her
and in turn rejected her as not legitimately a member of their inner circle. Wendie
positioned her choice in clothing as part of her identity that she was not willing to
sacrifice, and in turn, existed on the periphery of a social group that she personally
identified as in line with her own beliefs and interests:
All These Dressed Down Lesbians Were So Mean to Me
W: I love getting dressed up
My father was a model
He was a doctor
But he also was a model
So he really took time
to make sure all the women in his life were dressed well
That was really important growing up for me
so to come out then (hesitation)
there were such nasty women
they were like
“You can‟t be a lesbian because look at you”
So it was terrible
All these dressed down lesbians who were SO MEAN to me
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Wendie compared the rejection of the intellectual lesbian community who did not get
their nails done, wear feminine clothes, or put on make up, to the rejection of the disabled
community at her graduate school. During graduate school, the able-bodied students in
her program did not spend time with her because she could not participate in athletic
activities such as ultimate Frisbee or hiking, the disabled student population did not
accept her either:
It‟s Still No Fun to Be Marginalized
W: I didn‘t really fit in as disabled either
well because I looked fabulous (laugh)
I looked like an athlete
But I couldn‘t participate in athletic activities
So I couldn‘t be part of that club either
I was like I get that
but it‘s still no fun
it‟s still no fun to be marginalized
even if you get that it‟s just the limitations of the people around you
they just haven‘t had the privilege of having more diversity in their life
Within Wendie‘s narrative she moved back and forth between her experiences of
difference, primarily those of being a lesbian and physically disabled, weaving together
the meanings surrounding the experience of skepticism and rejection from the ablebodied community.
McRuer (2006) notes that, ―homosexuality and disability clearly share a
pathologized past‖ (pp. 1-2). He explains that able-bodiedness, ―even more than
heterosexuality, still masquerades as a ―non-identity,‖ as ―the natural order of things (p.
1). Wendie positions her perceived reiteration of the natural order as marginalizing to her
within both the lesbian and disabled community, while her sexual orientation and
physical disability hindered her from full participation in the dominant communities as
well. Wendie interprets her experiences with marginalization as a physically disabled
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person as familiar because of her experiences as a lesbian. In both experiences, others
interpret her body as in opposition to the marginalized group. In turn, many of those who
do not pass as the dominant, preferred, unmarked standard interpret her gender
performance as passing for a member of the dominant group. At the same time, the
dominant group marks her as choosing deviance, through her choosing to be a lesbian
when she appears to embody normative heterosexual femininity. Wendie interprets her
status as a passing physically disabled lesbian Jew as the reason her professional peers
rejected her.
She positions her decision to get pregnant by a sperm donor, defying what her
peers saw as the natural preferred order of both reproduction and tenure process of a
female body, as the final act of defiance and voted not to give her tenure despite her
stellar publication and teaching record:
When I added Single Mom, By Choice, By Sperm Donor
W: when I added single mom
by choice by sperm donor that just (false start)
when I‘m trying to get tenure (pause – sigh)
because one person on my tenure committee
when they heard I was getting (false start)
I was pregnant with twins said ―That‟s not fair
You‟re not even married” (drawn out – emphasis)
he and his wife had tried for years
but then didn‘t get pregnant and decided not to have (false start)
not to adopt (sigh)
another person on my peer committee (false start) on my peer committee
had told me ―you can‘t have kids before you get tenure‖
and I said ―well I‘m forty now
and I don‘t imagine I‘d get tenure before I‘m forty five‖
so I think it‘s probably (false start)
I shouldn‘t wait for someone else to give me permission to try to have kids
because I may not even get tenure
and I may not be able to have kids even now
but by forty five
not such a great idea so (hesitation)
she declared that before I even had kids
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so when I said (false start)
before I was pregnant when I said I was pregnant
her response was ―I told you not to do that”
Wendie also noted that she had experienced anti-Semitism from a particular faculty
member who adamantly expressed her dislike for her. After much struggle she
conjectured with a sigh, ―maybe it‘s because you know she‘s a ha (false start) doesn‘t like
Jews. It‘s it‘s maybe a reach, but you have kind of come up with something that makes
people have a visceral dislike for no reason. I mean I guess you wouldn‘t know right
away that I am, but I‘m pretty vocal about it, you know, being part of who I am.‖ She
also cited the head of her department‘s anger over finding out after she was hired that she
needed disability accommodation, challenging that she was ―fundamentally dishonest‖
for not disclosing her disabled status so that he could have held back some of the money
granted to her for research expenses to pay for her needed accommodations. Wendie
interprets his hostility and resentment toward her as multilayered, of her body unsettling
too many identity categories which compelled him to label her manipulative and
dishonest.
She ended with a summation of the consequences for her multifaceted passing
embodiment:
It‘s just one thing too many
I can either be a Jewish lesbian
or a disabled Jew
all three (dramatic pause)
not good thing (dry laugh)
We will end here, with the story of Wendie‘s body – a story of a body that passes for
multiple dominant privileged identity groups. She navigates multiple prejudices; rejected,
by both the marginalized communities with whom she identifies and the dominant
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communities for whom she passes. Her ability to disrupt identity categories is interpreted
as unjust and devious by many of those around her. Unlike bodies that are noticeably
different and therefore easily categorized by the dominant group, passing bodies are met
with skepticism at their unsettling of comfortable, detectable norms.
In summation, resentment and rejection potentially ensue both from those who are
incapable of shedding their stigmatized skin and those who are incapable of recognizing
their bodies as marginal. Zeb is suspected of unjustly occupying a parking space reserved
for those who endure marginalization and hardship in other portions of their lives. Patty‘s
hair and shoes are interpreted as self-imposed deviance from the performance of
femininity her boyfriend desires in a sexually desirable partner, rather than necessary
consequences of disabled embodiment. Last, Wendie‘s ability to dress feminine, give
birth outside of an institutionalized, married, heterosexual relationship, and go through an
interview process without disclosing her disability, are interpreted as worthy of
punishment for not enacting cultural expectations for a marginalized body. Both those
that assign categories of difference, and those who visibly embody the difference emerge
as resentful and rejecting of those who are able to ―pass‖ through identity boundaries,
holding the personal power to disclose or conceal at their will. Wendie‘s story illustrates
that the social resentment of passing bodies is not reserved for the disabled but extends to
anyone whose body is capable of upsetting that which is perceived as comfortable and
natural, of usurping the power of the dominant, to locate, categorize, and respond to
particular bodies.
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Conclusion: Unsettling of Culturally „Settled‟ Understandings
The stories of gendered and sexualized embodiment that emerged across
physically disabled professionals illuminate engrained meanings that surface around the
categorizing of bodies beyond abled versus disabled binaries. The personal and private
bled into one another and interweaving the complexities, negations, and amplifications of
bodies that inevitably are situated within competing cultural discourses. Throughout their
stories of performing identities that unsettle gender norms, the dominant culture‘s social
ideals emerged, making tangible the complex web of interpretation that surrounds the
performances and re-performances of gendered and sexual identity that are so deeply
embedded in our understandings: of ourselves, others, and what it means to be human.
Physically disabled bodies draw our attention to the dependency of others and our
own interpretations of our bodies in the co-constitution of gender identity. Across their
stories, narrators performed their gender identities changing with their bodies and others
responses to them. At times, this was brought upon by a change in their ability,
compromising the gender performances they had grown comfortable reiterating, and
exposing gender as fluid; dependent upon its reiteration in daily life. Others positioned
changes in their perceptions as evolutions over time, changes in their interpretations of
their bodies in varying interactions. Still others located their gender identities as
materializing primarily in others‘ responses to them. These narratives perform the
struggle though which identity forms in communication with others. Across narratives,
gender and disability emerged as dependent upon bodies engaged with one another,
participating in the co-constitution of identity. The presence of physical disability focuses
our attention on the inevitable changes of mortal bodies and the identities which are
dependent on them.
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All people, whether categorized as able or disabled are constantly negotiating
cultural constructions of gender and sexuality, drawing upon observed performances of
our own and other bodies, at times experiencing rejection, resistance, and variations of
masculinity and femininity across a continuum of embodied performance. Yet, perhaps
unlike those who demand the gaze and remain aware of the consequences of
embodiment, bodies that do not evoke stares as a consequence are not forced to
continually reflect on their own embodiment. In turn, individuals categorized as normal
may not realize the struggle in which we engage, pursuing a coveted unattainable ideal.
Perhaps we stigmatize these atypical bodies that highlight the instability of human
identity, meaning, and truth because they remind us that the binaries and categories
through which we organize our understandings of ourselves, others and the world are
fragile creations rather than steadfast realities.
In an analysis of ability and gender in performance, both emerge as unstable,
emerging within and dependent upon the performances and interpretations of humans
engaging with one another. Anxieties over this instability may compel us to categorize
and/or reject some bodies as deviant, punishing those who remind us of our bodies‘
susceptibility to change without our consent and against our desires. Still, we cannot
escape the inevitability of our own gender and ability identities‘ vulnerability to change
and re-form in future interactions. This chapter mapped the struggle of personal
physically disabled gendered embodiment of perceived cultural difference. The next
chapter struggles through the materialization of culture in shared performance.
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CHAPTER 6
DOING CULTURE IN PERSONAL NARRATIVE PERFORMANCE

In their introduction to the Text and Performance Quarterly special issue on
disability, Henderson and Ostrander (2008) assert, ―[i]f disability, like gender and like
sexuality in Judith Butler‘s work, is always in the process of becoming, then disability is
something we do, rather than something we are‖ (p.1). This project traces the emergence
of physical disability in daily life, stories of physically disabled bodies told through
physically disabled bodies that make the ―cultural conflict‖ over physically disabled
bodies ―concrete‖ (Langellier, 2001, p. 151). Twenty six physically disabled
professionals, a physically disabled doctoral candidate (me), and you (the readers)
struggle together within this project to do physical disability. We have struggled through
the stigma, anxiety, fear, inspiration, and intrigue that surface through the daily
performances of physically disabled identity. Through these performances, physically
disabled identity is ―present where before it had been absent, manifesting itself in the ongoing struggle of self and culture‖ (Park-Fuller, 2000, p. 37). The narrators voiced their
awareness of their stories‘ potential to relate to one another, alluding to the potential
conversations created through the interaction of their narratives with others‘ in this
project:
Ulmer: I don‘t know if you‘ve gotten this before but . . .
Dierdre: Have other people from my generation talked about it like this
too?
Quinton: What others probably aren‘t mentioning is . . .
Farrah: Well, I‘m sure you‘ve heard this before but . . .
Olivia: How are others answering this question?
Rhonda: Well, of course, you‘ve probably heard from other people . .
Victor: No matter what other people try to tell you . . .
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Xavier: When you finish I‘d love to see what you found out from
everybody else.
Nora: I look forward to seeing how this turns out. Will you send me a
copy?
Kale: You probably aren‘t allowed to tell me what other people said about
this, right?
Chapters Three, Four, and Five are co-constitutions of the narrators, the researcher,
and the readers: physically disabled identity emerges as a shared cultural phenomenon
written upon and performed through human bodies. As the analyst of their narratives, I
wove their stories together with my own interpretations and analyses, positioning them in
ways that affirm and resist one another in the formation of heroic, embodied, and
gendered selves. As a performance researcher of narrative, I participated in the coconstitution of what it means to perform physically disabled professional identity in U.S.
culture.
This chapter is a re-constitution of the materialization of my understandings of
physically disabled professional identity throughout this project. The conversations that
make up the coming pages began to form as I sat as the audience for interviews. One
narrator‘s words would remind me of a past narrator‘s performances, linking them
together momentarily in my understanding as affirmations or negations or negotiations of
each other. In this final chapter I re-enact this process of meaning making by placing the
narrators‘ words into conversation with one another. I pulled phrases from each
interview that now, as I near the end of this analysis, I continue to circle back to and
quote to others as I continue in daily struggles to perform physically disabled
professional identity with others beyond this project. These performance pieces are
jagged: voices reiterate one another, affirming meanings that are abruptly interrupted
resisted, struggled over, dismantled, and re-performed. Like the cultures forever forming
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around us, there is no closure but open-ended contradiction, laden with thickly woven
meanings that are recurrent yet fluid and unfinished – vulnerable to dismantlement in
future performances. Each narrator is a unique identity, designated by the first letter of
their pseudonym. At the same time, each is a participant in a re-constitution of cultural
meanings materializing in a time and space in an interaction apart from her or his body.
Riessman (2008) asserts that, ―stories are social artifacts, telling us as much about
society and culture as they do about a person or group‖ (p. 105). She continues, ―How is
a story co-produced in a complex choreography – in spaces between teller and listener,
speaker and setting, text and reader, and history and culture?‖ (p. 105). This chapter
provides one answer to her question. Each conversation is a performance of the struggle
to create meaning in cultural interaction. As the listener and researcher I moved within a
complex choreography with the narrators during each of their performances, struggling
with them to co-constitute physically disabled professional identity. I reiterated these
struggles in a new performance, interacting with the readers of this text. Between my
attending to narrator performances and the writing of the construction of the chapters,
there was another space, a space where I traced through the narratives, grasping at
meaning-laden phrases and lacing them together in my own understandings that would
re-materialize within this project. The following conversations are a map of this process
that I wish to take you through, to momentarily illuminate the complex space in which I
grappled with how to re-perform the narrators‘ words in a new space, for new readers,
and offering new possibilities for understanding physically disabled professional identity
through the reiterating of personal struggles situated in history and culture – in short the
struggle to do culture in time and space. This chapter seeks to re-create the performance
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of the struggle to translate one performance into another, to draw upon the past and offer
possibilities for the future.
The five performance conversations ahead draw upon past chapters in their push
toward new meanings. In (1) Gimped, Cripped and Out of Control the anxiety
surrounding the physically disabled bodies that we struggled through in Chapter Three reemerges as narrators perform both their understanding of the perceived significance and
insignificance of a body stigmatized as needy and unruly by the broader culture moving
though a space that values and at times demands autonomy and bodily control. (2) Pained
and Paralyzed Bodies in Daily Performance returns attention to the lived experience of
the physically disabled body explored in Chapter Four, demanding we recognize that
―some body performs narrative‖ and the performance and the meanings that emerge from
it are dependent upon that particular body (Langellier & Peterson, 2004). (3) Relating
through Atypical Bodies moves us beyond the performances of physically disabled
gendered identity in Chapter Five to daily interactions beyond the workplace. (4) Advice
focuses on the shared experience of physically disabled professional bodies, as narrators
offer potential advice to others seeking to navigate a body with specific needs and a
culture that stigmatizes their bodies as different, placing them on the defensive. I end
with (5) Gazing at the Able-Biased Gaze in which narrators stare back at the gaze of the
dominant culture through their performance, co-constituting the discomfort and intrigue
in the performance of voyeurism of a stigmatized body.
Throughout these five scripted performance texts, narrators‘ voices enter into
communicative exchanges with each other. Knit together, they create meaning beyond
their original interview settings to new contexts of performance. Phrases are clustered
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together within each of these broader conversations to enable the reader to trace the
themes of the larger cultural struggle over disabled bodies as they move from one
gathering of voices to another. At times thoughts are interrupted [designated by . . .] and
are finished later, reminding us of the contingent and fragmentary meanings in a single
phrase that create multiple meanings. The conversations within each of the five texts
draw upon one another to momentarily materialize the process by which we create
culture and contest meanings in our performative reiterations and resistances. Some of
the phrases that form in the coming conversations will be familiar citations from former
chapters re-surfacing within a new space; but the majority of them, although significant
in forming my unfolding understanding of physically disabled identity, surface for the
first time here. Thus Chapter Six offers a performance space for these meanings to be
shared within this broader study; to converse, debate and co-constitute new stories of
physically disabled identity; and, in turn, to offer new opportunities and possibilities to
constitute the meaning with one another, me, you and future readers who will also act as
the audience to this performance text. I introduce each larger conversation with a
summary paragraph followed by a series of phrases. This two-fold introduction alludes to
the tensions between the carefully crafted, complete assertions expected within
dissertation analysis and the fragmented, unfinished, and contradictory nature of the daily
struggle to create meaning that this project explores.
Gimped, Cripped, and Professionally Out of Control
This conversation traces the daily experiences of performing physically disabled
professional identity. As manifestations of ―undisciplined bodies,‖ narrators cite their
daily interpersonal encounters and how they struggle to negotiate the professional
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institutions, physical structures, policies, and responses of their colleagues to the needs of
their bodies in cultural spaces that prefer, expect, and arguably demand that bodies not
draw attention to themselves as different, unique, or worthy of concern (Foucault, 1977).
Defiant bodies demanding attention. Broken bodies breaking rules. Lazy. Suspicious.
Political. Uncomfortable. Needy. Inspiring. Irrelevant. Fragile. Resilient. Bodies citing
physical and cultural barriers in our valued spaces. Does it matter? No. Yes. Well, it
seems to. Do you think so?
Policies and perceptions
T: I‘m seen as (hesitation) in a sense sort of a slacker um but . . .
B: There are systems set up for students but not for faculty and if you try
to use them then you‘re kind of more suspect. I don‘t know why . . .
(thoughtful, quiet delivery)
T: . . . I probably get up earlier than most of them do (emphasis, mild
irritation)
K: I I can be a (false start) very politically disabled but in the end it‘s
much more effective to be a good academic
V: We reverse discriminate, in other words 51% of people with the
independent living center have to have a disability (laugh)

People are talking
U: She said ―no, I don‘t think so, only a couple of them mentioned it [the
wheelchair].‖ (pause –dramatic emphasis) So, if they‘re mentioning it
they‘re probably uncomfortable with it (sigh)
M: The whole language has shifted to people with disabilities, stressing
people first, that‟s important (hopeful)
D: I don‟t care if people call me crippled (sarcastic) I don‘t give a shit
about any of that as long as they‘re not stupid (irritated)
W: It‘s still no fun to be marginalized even if you get that it‘s just the
limitations of the people around you (sigh-wistful)
S: People can use any language they want to use, um commonly in our
classes we‘ll use like boo-boos and cripples (soft laugh)
Helping hands, legs, ramps, wheels – or not
H: We all help each other so it‘s a very positive atmosphere it makes
coming to work a lot more fun
U: I burn wood in the winter time – somebody puts my wood in for me – I
don‘t know what I‘d do if they didn‘t (pause-thoughtful) I guess I
wouldn‘t burn wood
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K: If I needed help or my baby needed help or my wife Lisa needed help
that um (hesitation) that I that I (stutter) I would call them
P: They weren‘t willing to give me a different computer with a screen that
could move up and down (pause) you know (pause) for my height . . .
R: Let us know if you need our husbands to mow your lawn
G: I can‘t take for granted that ah places will be accessible (pause) Um
routes to and from places um on campus
P: . . . They had one in stock, they had one in a classroom and you know,
no one really was using it, it was just a demo they wouldn‟t let me have it
(emphasis) It was really bizarre
F: My boss accommodates me (pause) he says, ―Do you need any help
getting the boxes to your car‖
A: The. Don.or. just. Does.n‘t. want. Aut.o.mat.ic. do.ors on. Hi.s.
bui.ld.ing
O: People want to help me with transfers whether I need it or not
(laugh)
D: The coordinator called a bus for me, I‟m not a child (irritated)
B: . . . maybe they think you should hire someone yourself (questioning
tone)
D: . . . If I need a bus I‟ll call and take care of it . . .
J: I didn‘t seek any kind of accommodations – I didn‘t think there was
anything particularly needed
C: How can I how can I be an academic if I can‟t grate cheese?
E: I have college students who come in each day (pause) each morning
and each night to help me out getting out of bed (pause) getting dressed,
getting washed out, and then at night getting back in bed
C: She said sometimes people throw out chairs from their offices when
they get new ones and that I could go and look by the dumpster and see
what people were getting rid of . . . (nervous laugh)
B: You don‘t want to appear needy
C: . . . I thought she was joking
D: . . . they were trying to be nice but they still just didn‟t get it, they just
don‘t get autonomy or independence or that I am the same the person I
always was
Educating and encouraging for the able-bodied
J: It‘s not my responsibility to educate the knucklehead in the elevator
necessarily . . .
L: they need some words of hope (pause) Hope cannot be engendered in
isolation ever
M: It‘s partly the disabled person‘s responsibility to kind of break um that
(false start) to bring that comfort level so people don‘t feel awkward
J: . . . If I choose to do a little of that great and if not, it‘s not my job man
(flat delivery)
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G: I guess it comes from knowing that I would make people nervous and
wanting to help with that
J: I refuse to always be on
L: I share authentically with them
my authenticity in that regard was deeply appreciated
D: They say be patient, but if they‘re being jerks
L: . . . I always shared very authentically my own moments um feeling of
of feeling abandoned by God . . .
R: My my boss, the executive director was not quite comfortable with my
illness
G: You need to work to make them comfortable
D: Even the stuff people think are little, stuff that should be like a feather
falling off your shoulder . . .
I: I just tried to bite my tongue and consider you know where they‘re
coming from (pause) you don‘t see people with disabilities out and
working and so
D: . . .But a ton of feathers can smother you
E: I couldn‘t hold a disability fist underneath their chin all the time
A: Most. do. not. find. dis.a.bil.it.y. at. all. in.ter.est.ing. and. would.
prêt.ty. much. say. that. of. course. he. deals. with. dis.a.bil.it.y. now. he‘s.
dis.ab.led.
I: You don‘t just see disabilities around so they looked at me and asked
me well, why did you go to college? You know (laugh)
Q: I think it‘s in part to engage conversations
B: I do feel like I can‘t be as open with people at work about what‘s going
on with me physically because I don‟t want it ever to be used against me
N: I was a real pain in the neck and the campus always um sort of got a
chuckle out of it
The need for time
S: I got sick in the summer and I didn‘t miss any work . . .
B: I feel like I have to choose between asking for a disability
accommodation and asking for you know a parental accommodation
(pause) like I can‘t ask for both
S: At that time I thought it [returning to work while still recovering from
illness] was a badge of courage (pause) and now I think it‘s a badge of
stupidity
Disabled whining
B: I don‘t want to be perceived as a whiner
X: myself I cannot tolerate whiners, I just and . . .
Z: I don‘t discuss it on the job (pause) I don‘t want to seem like a
whiner
P: They can‘t see it so they think I‟m just whining
X: It just drives me up the WALL (enunciated)
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Opening up – shutting out
K: I know that some people have to hide certain things and whatever
B: I don‘t want to be perceived as someone who always has something
going on
P: I don‘t disclose in an interview (pause) No I don‘t ever, I never
mention it . . . (flat delivery)
K: . . . But as I grow older I could I could (stumble) give a shit about
hiding stuff I mean I just I can‘t I can‘t live my life that way
H: When it came to other individuals I realized that they could help me
that really changed my mindset
V: We‘re very close as far as working together
P: . . . I feel like if they knew ahead of time, that they wouldn‘t hire me
(flat delivery)
V: . . . and we all say collectively we make one good person (laugh)
L: I always shared very authentically my own moments um feeling of of
of feeling abandoned by God
L: My authenticity in that regard was deeply appreciated
W: He said, ―You didn‘t tell us you were back injured, you know, that you
had this back injury‖
Barriers
U: I don‘t know how often it‘s [physical disability] been a factor [sigh]
but I suspect it‘s been a factor more often then I like to admit
W: I didn‘t get tenure (flat delivery)
Z: If I ever need to get my knee replaced, I don‘t know what I‘ll do…
Y: They didn‘t want me to leave, but I couldn‘t (struggling – cough) I
couldn‘t breathe…
C: I was so afraid about getting denied accommodations
Z: . . . If I can take that much time off
C: . . . luckily I was within the university it‘s kind of like a suitcase, my
accommodations come with me wherever I am
Y: I had to retire
Pained and Paralyzed Bodies in Daily Performance
This conversation centers on the daily performance and experience of physical
disability. Quinlan and Bates (2008) remind us that ―because disability scholars have
sought to avoid focusing on conditions, they have often ignored the corporeal experience
of the disabled body‖ (p. 66). Narrators continually returned to their bodies, compelled to
struggle over the daily physical and emotional experience of living disability into
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existence, marking it as significant to their personal performances of identity. At times
they lamented their physical bodies, appearing to resonate with Wendell (1996) in their
desire to transcend the pain of embodied existence. At other times they embraced their
disabled bodies potentially echoing the Ferris‘s (2008) sentiments: ―I‘d much rather have
my painful, smelly, dirty, ultimately uncontrollable body than transcend my corporeal
being . . . to me transcending is the line we‘ve been fed all our lives – your reward will
come in the next life, so shut up and suffer, and by the way here‘s some discrimination
thrown in. No thank you‖ (p. 249). Through their varying performances of physicality of
the physical disability the narrators remind us that within the space and place of narrative
performances of physically disabled identities, bodies do “matter,‖ and cannot be ignored
(Butler, 1993).
Pained. Swollen. Limping. Wheezing. Coughing. Paralyzed. Constricted. Blurred.
Fatigued. Frightened. At Peace. Lonely. Loved. Uncomfortable reminders of the
vulnerability of human embodiment. We cannot escape that which allows us to be who we
are. Can we? Should we want to?
The onset
A: When. I. had. a. stro.ke. it. was. dra.mat.ic. and. sud.den.
C: I was young
R: I was textbook – it was in my knees, my hips, my elbows (pause)
everywhere my face, my neck, my eyes, you know. . .
C: It just it affects you emotionally as much as physically
R: . . . Everywhere there‘s joint tissue or synovial fluid the bridge of my
nose where the cartilage and the bone meet just everywhere – I I couldn‘t
walk
D: I took it bad
H: The depression (pause-emphasis) I went through ah a year and a half
C: You feel like your whole world has just been changed
The responses
E: It was amusing to see how people just cleared away from me
F: Why do I have to be the polite? . . . (frustrated)
E: I found out who my 3 or 4 real friends were who kept in touch
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F: . . . I have to be nice to everybody or they won‘t be my friend
L: If I‘m in the dark and I‘m feeling lonely or abandoned or screwed over
by God or something
On perseverance
D: I kept thinking that if a truck would just hit me everything would be
okay
Y: I want to live to at least 80 (soft-wistful)
I: The chair is a tool that allows me the freedom to get around
H: I wouldn‟t wish that on anybody
P: You know, nothin‟s gonna hold me back, so yeah
D: Part of me that knew that things were gonna get better and that I
wasn‟t always going to feel like this…
L: It still remains a struggle in the clutch, in grasping . . .
Z: So little issues like getting a pimple if it‘s on your stump and you
have to put pressure on it to walk then it becomes a very painful thing,
or an ingrown hair
P: . . . But it‘s not gonna stop me
Perceiving one‟s body
G: I just get real tired of that because I don‟t like to just be regarded as a
person with a disability
D: So I told her, ―Maybe things will be different by the time this happens
to you‖
K: There‘s a period of time where I wanted to reject my identity and be
known for expertise in film and pop music and the things that I write about
...
D: . . . You should‘ve seen her face (laugh) She was horrified at the
thought that it could happen to her (laugh)
S: I don‘t think there is such a thing called disability for me it‟s a category
it‘s a rhetorical category that is vague
D: That really got her (laugh)
K: . . . But now as I‘m in my 30s ah I‘m beginning to see that I can‟t do
that. I‘m ignoring something
(DIS)opportunity
M: Disabled people can do anything they want!
P: I can‘t have long hair ever again
I: I couldn‘t go to any fraternity parties because none of the fraternities
were accessible
P: And so I can‘t wear cute shoes (sigh)
U: I tried to keep up with sailing (pause) keep up skiing after the accident
...
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M: There‘s so many more opportunities I think now (pause-reflection) I
think that‟s the real exciting thing
U: . . . Not anymore (sigh) I gave up on that idea
T: I live vicariously through other people
X: I knew I was never gonna be a surgeon but um cause that would be just
(false start) physically to do that day after day – scrub in with crutches
tucked under my armpits . . .
N: I‘m not going to be a cross country skier (pause) I‘m not gonna be a
marathon runner (pause) I‘m not gonna be a mountain climber
X: . . . you know kinda hobble in, that would be really hard um
Unwanted assistance
M: An older gentleman insisting that he should push me
U: I was being pushed which is something I don‘t like to allow and . . .
M: I was getting whiplash (laugh)
U: I went flying out and I broke this leg in four places (pause) I broke my
knee in three places
Describe it
P: My arms don‘t work as well as I wished they did . . .
Q: it‘s more difficult to carry things long distance with crutches and all
that kind of nonsense
P: . . . I have arthritis in my knees and feet . . .
U: I went to the hospital and I found that I had pneumonia in one lung and
a kidney infection, all at the same time . . .
W: I couldn‟t sit and if I sat for more than fifteen minutes I couldn‟t stand.
P: . . . and I have others, you know (pause-hesitation) problems (sigh)
C: It‘s like my limbs are trying to eject themselves (nervous laugh) that‘s
the only way I can describe it
W: imagine a Charlie-horse through your whole body
Progress in a mortal body
U: My skin is weaker now (pause) it‘s very discouraging (pause)
Y: It‘s not going to get better (pause) It‘s going get worse (pause) It never
gets better (cough) hopefully I don‘t need the oxygen tank soon
K: I love my body and I mourn for it, in other words, when it changes, it
makes me sad, not because of the things I can‘t do . . .
U: I was having vision problems and I went to the eye doctor and I
discovered I had a type of glaucoma and cataracts, my eyes got spots . . .
(soft delivery)
K: . . . but because my body which has carried me, which has been me for
so long is, is you know, is . . .
L: I wasn‘t supposed to survive to 12 and here I am
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Y: I‘m getting too dependent on that inhaler
U: suddenly I started having pressure sores and multiple sores (sigh) I
don‘t know where they‘re coming from
T: I do an annual visit to my neurologist and I‘m always asked, would you
like to have us scan your brain you know, and see how much damage has
been done, and I‘m like ―for what‖
K: . . . falling apart a little bit, you know?
U: . . . So I‟m falling apart
T: They say it progresses but I wouldn‟t call it progress, you know (laugh)
Summing it up
V: I just think, think that the bottom line is ah, ah, You regulate your own
life
P: I had to change my whole life
Z: It doesn‘t matter unless you make it matter
Q: We learn how to respond to bodies
B: It‘s hard to concentrate if you‘re feeling pain or you‘re really fatigued
L: It‘s like a wrestling match or something like that
O: It still matters (pause-emphasis) All the acceptance in the world
doesn‟t stop the spasming, and that hurts. My muscles are tight and that
hurts . . .
S: It‘s kind of funny (soft laugh)
O: . . . It‟s not something to joke about
V: It depends on how you approach something as I said before be it work,
be it play, be it your family – it doesn‟t matter
L: I also think that part of my denial process is just to not plummet into
despair
J: It certainly makes you a target for attention for unwanted attention
L: I got my hands on God and God has his hands on me
Relating Through Atypical Bodies
This conversation illuminates the blurry boundaries between public and private
identity. Within their performances of physically disabled professional identity, the
narrators moved beyond professional contexts. Their personal identities of gender, sexual
orientation, religion, parental and relationship status emerged as vital to their personal
performances of identity. We will move through first impressions, encounters with
strangers, and romantic relationships. The narrators remind us that physically disabled
identity is multifaceted, formed through performances across multiple spaces, affirmed,
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challenged and dismantled through varying interactions, so that the reality of personal
physically disabled identity is understood to the ―extent that it is performed‖ (Butler,
1990).
Loved. Discarded. Confused. Inappropriate. Insensitive. Empathetic. People
Understanding and Denying Difference. Friends. Lovers. Rejects. Parents.
Acquaintences. Bodies deeply connected and extremely isolated. Is this what it means to
be in community?
Perceiving others‟ perceptions
Q: When you don‘t have a body that fits the image that people perceive
G: I think I‘m regarded as a nice a guy, and you know a nice guy (pause)
reasonably okay to talk to
R: It‘s a perplexed look, like oh, and you know how guys can be (laugh)
J: I‘m interesting to look at (soft laugh)
R: They‘re searching through their mind thinking (pause – dramatic
emphasis) granny (pause) Granny had rheumatism
W: I can either be a Jewish lesbian, or a disabled Jew – but you know all
three . . . (pause-emphasis)
V: . . . and we all say collectively we make one good person (laugh)
W: not good thing
K: The guy assumed that I was (pause) you know (pause)
noncommunicative (pause) where he began moving my body around and
sort of touching me . . .
S: I‘m self-conscious about the way that I walk
D: I had no trouble being a lesbian. No trouble being a woman . . .
B: Women have a hard time anyway getting taken seriously . . .
D: . . . No trouble with any of those other things I may wake up tomorrow
to be . . . (slight sarcasm)
B: . . . And then you‘re disabled and you‟re short.
D: . . . But this one almost killed me
C: I had one doctor in particular tell me that well you know just (pause)
women sometimes hurt (nervous laugh of disbelief)
K: . . . Yeah (pause) and my wife really got mad and and sort of um
(pause) you know (pause) Took over in in in you know, and sort of, look
back off you know (pause) and whatever
O: I‘m really hot for a disabled woman (pause-emphasis) I‟m definitely
objectified from time to time . . . (laugh)
J: . . . There are times that I wish it got me laid more (laugh)
O: That‘s a victory in this study, right?
Kids . . . yes, no, maybe
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A: I. ha.ve. two. Kids. Who. Are. Six. And. Nine.
Y: I have a good wife, good kids, good life . . .
F: One reason why I‘m not having kids, is because I only have so much
energy to work with
W: On top of disabled lesbian Jew I added single mom, by choice, by
sperm donor . . .
X: It‘s good I had kids young (pause) I couldn‘t chase after them now
W: . . . When I‘m trying to get tenure (sigh) That‘s it (flat delivery)
Y: … Now if I could only breathe
(DIS)relationship
F: I‘ve never been asked out romantically (flat delivery)
E: She left saying I can‟t stay with you (pause) there‟s too much pain .
X: . . . Most of ‗em didn‘t really want to go out with me
M: It would be more hurtful I guess to disappoint someone then not to
have someone in my life at all . . . (pause)
V: Of course it was hard on my wife (pause) on all of us
E: . . . There‘s too much pain here in the house
P: If you‘re married or in some sort of close relationship with somebody
else (pause) generally they don‘t understand at all (flat delivery)
M: . . . Um although I think I probably could‟ve made someone happy
(wistful)
U: . . . It could have put off you know, thousands and thousands of people,
but the few that came through are the ones that I wanted
X: I wasn‘t all that successful with people who were not within healthcare
to be honest with ya
Love and marriage
JA: How did you meet? . . .
U: . . . EBay . . .
JA: . . . EBay?
U: . . . E harmony, EBay (laugh) yeah I bid for her (laugh)
X: She was a physical therapist . . .
H: I‘m still married after ah 32 years (pause) which is great for an
individual with my disability
U: I always stated up (false start-hesitation) right up front I‘d tell them I
was disabled
X: That was the one reason that I was able to strike up a relationship with
her . . .
T: So um um and um recently (pause) within the last month (pause) my
wife who is also a professional um (pause-hesitation) decided um, that she
wanted to provide all of my care . . . (slow delivery-performing awe)
L: She (pause) my wife has health background you know that kind of
thing

255

T: Which is absolutely um mindboggling to me and has cheerfully um
taken over my entire care . . .
N: They weren‘t too happy about having a daughter in law that couldn‘t
hike
H: That‘s changing over time (pause) it used to be 90% end up divorced
and now it‘s in the low 80s
K: Who‘s this semi- attractive woman I see you with all the time (pause)
is she your nurse? . . .
T: . . . I think she just sort of stepped up to the plate and said, I‟m not
going to deal with this (pause-emphasis) I‟m gonna enjoy it
K: . . . I said ―no ah (pause) ASSHOLE that‟s my WIFE (anger/irritation)
Advice from One Disabled Other to Another
Throughout their performances, narrators situated their story within a culture
context from which others identified as physically disabled could learn and benefit from
their experiences. They offered insights of how to navigate a physically disabled body,
institutions, and cultural stigma, to explain how one can succeed where they succeeded
and avoid the failures they endured. As narrators speak to a potential physically disabled
audience, they perhaps allude to the need for ―a shared disability culture‖ as a means to
―[confront] the social exclusion of disabled people‖ (p. Barnes & Mercier, 2001, p. 532).
At times they contradict one another, yet their attention to the possibility of their
experience being relevant to others alludes to the belief of a shared experience of a
cultural group. Perhaps they also allude to the possibility for us all to come disabled with
time, to the shared experience of our human mortality, to abruptly become disabled at any
moment via an accident or illness, and inevitably slowly with age, to avoiding disability
only through an early death.
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Don‟t Give Up. Know Your Limits. Fight for Your Rights. Don‟t let them know.
Can we guide one another through the borderlands of marginalized bodies? Can we
at least try?
Say something – not too much
C: Don‘t put on a persona on that was this you know, I can do everything
and no I won‟t show you that I‟m hurting
B: You don‟t want to give too much information
H: It‘s okay to ask for help
F: And let them know your limits
B: Ask for things before you need them (pause) so it doesn‘t look like
you‟re asking for something for some other reason
I: You have to know your rights and what to ask for
B: If you‘re needy you may not be taken seriously later
Take care of yourself
O: You can‘t just ignore your body (pause) no one can, but especially us
B: We have to be extra diligent about taking care of ourselves so we
maintain our levels of function and stay out of pain
M: Make sure they uh (pause-hesitation) give you the proper cushion to sit
on (pause) so you protect your lower body and . . .
R: Stay active . . .
M: . . . make sure that you exercise and keep your limbs you know as
flexible as possible
Z: You have to educate yourself on how prosthetics are made you know
(pause) what you can do to improve an artificial leg
R: . . . Get on the right drugs
Understanding yourself . . . and others
O: You need to focus on you
K: I‘ve seen too many disability scholars focusing with a frenzy on their
own status and on their body and on all this disability stuff
J: I can‟t make you comfortable in your skin
G: They get more comfortable the more you work at it
T: A number of people are really angry. . .
L: You have to trust God enough to be angry with him
T: . . . You can‘t hold onto that anger
P: Remember there‘s somebody that‟s worse off than you are . . .
S: So my way of dealing with um people in the workplace is to assume
that we‟re all nuts here so . . . (sarcastic - laugh)
P: . . . You know my brain still functions completely normal (laugh)
S: . . . When we go outside of the workplace we‘re different people
D: Some people don‟t get it and they‘ll never get it . . .
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X: Be adaptable, you know . . .
D: You can‟t adapt to stupidity and you shouldn‟t feel like you have to
N: I‘ve come to the conclusion that you get to a point where you ask
yourself . . .
W: I‘m not sure how it could‘ve gone differently (pause) What do you
think?
N: . . . Do I really want a job that they don‟t think I should do? (slow
delivery)
Be cautious - Don‟t let it hold you back
E: Take it one day at a time (pause) remember . . .
R: Realize that it‘s complicated (pause) it complicates your life in ways
that people who are healthy can never understand . . .
X: Realize as you get older it‘s going to be more difficult (pause) simply
through the aging process but by all means . . .
F: You need to know your limits . . .
R: . . . so if you have a good job with benefits stay there
A: It. Get.s. eas.i.er.
X: If it‘s going to give meaning to your life (pause-emphasis) do it. Just
do it
E: . . . It‟s not the smartest, or the most educated or the richest person with
a disability (pause-emphasis) but it is the one who perseveres.
X: . . . Maybe later in life you‘ll say, ―It‘s time to do something different‖
(pause) but then you‘ll have had the satisfaction of doing what you really
wanted in the first place
Y: You have to stand for what you believe in (pause) and step down when
it‘s time
Gazing at the Able-Prejudice Gaze
In an effort to draw attention to the voyeurism of reading others‘ personal
performances of narrative – the ability to access, interpret, and respond to their stories
when they may never have access to yours – I will end with a conversation centering
upon the prejudiced gaze of the dominant culture. Scholars have examined the gaze,
making sense of it as emerging from stigma, fear, fascination, and shame (e.g., Benin &
Cartwright, 2006; Thomson, 1997; Kuppers, 2007). Our final conversation will trace the
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physically disabled narrators‘ personal responses to the stares of an able-bodied prejudice
as ‗the other.‘ They stare back and respond as the object of the gaze.

Gazing. Intrigued. Curious. Disgusted. Seduced. Shamed. Angered. Do you see the
other looking? Sympathetic. Amused. Flattered. Annoyed. Irritated. Enraged. Now do you
want to look away? Are you hoping they‟ll answer your questions? Would you be willing
to answer theirs?
They gaze
X: People were always watching . . .
F: I walk into like a public place like this um and they just see me walk in
N: Polio gives a visible effect . . .
M: I don‘t like to be the center of attention especially in crowd …
D: I noticed people stared at my walk here . . .
G: the scooter user people don‘t really notice
E: I‘m always going to be a little bit different
M: you‘re at belly button level for everybody and you really stand out in a
crowd. .
J: I‘m something to look at . . .
E: People notice me
M: . . . And that‘s one thing that perhaps for me a little bit disconcerting
at times
J: . . . I‘m kinda nice to look at (soft laugh-amused)
K: On one hand (pause-emphasis) They‟re awaken to my presence . . .
(slow delivery- thoughtful)
G: Yeah (pause) the crutches were definitely unsettling
N: . . . There is a visible effect so you can‟t absolutely ignore it . . .
F: They‘re like (pause) now if you can describe that look (pause) I don‘t
know if you can . . .
D: . . . Not just look but in that turn the head and follow in that stupid
ignorant way (emphasis- irritation)
With judgment
X: . . . to see if I could do it
A: Th.ey‘re. com.ing. from. The. Trag.edy. mod.el.
G: They realize you must not be able to walk or think you‘re using it
because you‟re lazy (frustration)
A: A. lot. Of. Stud.ents. feel. Bad. When. They. See. me.
I: Her dad didn‘t want people to see her and have a label for why she
moved the way she did
Q: When we get on an airplane or get off an airplane everyone
automatically assumes that we‟re going to need a wheelchair …
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G: . . . They know you‘re using it because you can‘t walk but they have no
idea why
B: Sometimes they think I‘m the TA not the professor
F: . . . I don‘t have any speech impairments physically or mentally to in
my language use, as soon as I start talking their face does this . . .
Q: . . . and we don‟t use a wheelchair when we‟re in an airport
G: I‘ve had people say that I‘m just a lazy because I‟m always sitting
around (soft laugh)
F: . . . they‘re realizing that I‘m not dumb or limited or whatever
P: I‟m in pain but people couldn‘t see that . . .
C: I was pale (pause) one day my tongue wasn‘t working (pause) it was
(false start) I couldn‘t (false start) it just (hesitation) the muscle wasn‟t
working
P: . . . So at some level they think (false start) people thought that I was
just whining that I was just faking it
C: So there were things, actual physical things that people could see and
recognize happening
W: I remember saying to somebody that I was severely disabled and they
were like but you look fabulous!
With questions
O: People wonder why I walk how I do, and make up their own stories of
why
K: I think that people think that they deserve an explanation (slight pause)
all right (pause) do you know what I‘m saying?
N: . . . So it‘s one of those forms of disability people can‟t leave as totally
neutral . . .
G: There‘s less questioning about it um (hesitation) you know when
you‘re using a scooter . . .
K: There is an expectation of a blurring of public and private because they
don‟t know how I take a leak
U: she asked, ―well you can think (pause-emphasis) can‟t you”?
K: I‘ve had very awkward situations where people will come out of
nowhere and be like . . .
H: ―How do you get dressed in the morning . . . ?‖
U: And I was like, ―Yeah (pause) yeah I can think” (soft laugh)
K: ―How do you put your clothes?‖
H: She‘d figured out, you know in her little um mind that there‘s no way I
was going to get dressed by myself (laugh)
K: Or ―how do you eat?‖
O: It‟s weird some questions people will ask in the grocery store
F: Then she says (pause; empahsis) ―Can you have babies . . .?
K: They don‘t know how I have sex (pause) they don‘t know if I have sex
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So I respond
F: I said ―Yes and I CAN HAVE SEX TOO!‖
J: You know um (pause) and what drew me to performance was
controlling the gaze . . .
Z: I was gettin‘ tired of it, so I reached down and the type of prosthetic I
wore then was not easy to remove but I reached down and I pulled the leg
off put it up on top of my car . . .
D: I would love to just SLAP them
Z: And I looked at him directly and I said to him, ―IS THAT MAYBE
GOOD ENOUGH FOR YA?(pause) then he could see and he shut up
(laugh)
D: I would love to do that someday just slap somebody (pause-reflection)
wow . . . (laugh)
V: (to JA) Why don‘t you use a cane? Are you too proud? (laugh)
D: My partner is always afraid I‘m going to be arrested (pause-laugh) I
probably will be (laugh)
F: If you‟re going to be rude I‟m going to be rude back! (challenging)
And I feel
R: I was on TV and I was kind of vain about my puffy face
K: . . . I think they‘re more attentive to me
J: If you‟re gonna be looking at me then I‟m gonna give you somethin‟ to
look at (confrontational)
S: I‘m self conscious about the way that I walk
L: I was always sort of a big mouth (pause) you know (pause) and um and
craved attention you know
J: . . . It gave me a way to manage how I was looked at you know
S: I‘m very self-conscious about things like drooling drinking with a straw
J: You want to look at me? (pause) You wanna look at me? (pause) Don‟t
look at me because I walk this way . . .
S: My entire face on one side was paralyzed and so I was very selfconscious
J: Okay you‟re gonna look at this (pause) you may look at that (pause)
you‟re gonna look at this too . .. (challenging – emphasis)
S: I think had I not gone out in public so quickly I wouldn‘t have gotten
these horrified responses
J: . . . You‟re gonna look at this too (reiteration for emphasis)
O: The whole helpless thing can be sexy (pause) My sister jokes about
that (slight laugh)
T: I mean people see I can scurry along in my wheelchair probably faster
than most people can you know (pause) in that sense I‘m still boyish
(thoughtful)
D: . . . Do you ever feel that way with all the gaze . . . ?

261

Because
P: People couldn‘t see that
X: People were always watching
O: People wonder
G: They can see
F: They just see me
X: Then he could see
T: People see
D: People stared
M: You really stand out
N: You can‘t absolutely ignore it
F: That look
J: I‟m going to give you something to look at
K: They‟re awakened
J: You‟re gonna look at this too
C: people could see
W: But you look
K: This is a very complicated discussion
As I end this piece, I am left with a feeling of incompleteness after, in the words
of Kale, ―a very complicated discussion.‖ Bauman (1992) asserts that ―in its broadest
definition, performance is ―metacultural, a cultural means of objectifying and laying open
to scrutiny culture itself‖ (p. 47). In our daily interactions we do culture; we do culture
through storytelling, conversation, observing and responding to ourselves and others.
Culture takes shape through our referencing of shared understandings, in both our
reiterations and resistances to them. The makings of culture are elusive yet concrete,
slipping through our interactions into our understandings so that as we draw upon them
we interpret them as parts of ourselves, re-performing them into ongoing existence so that
we perceive them as natural, inevitable, and taken for granted. Beliefs and truths are fluid
yet entangled in who we are personally and collectively. They are deeply entrenched
within shared understandings, yet vulnerable to reinterpretation. This chapter seeks to
capture the slippery formation of cultural meanings of physically disabled identity as they
take shape, to hold them in space as a traceable cultural text. Making meaning is messy
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and contradictory; perhaps if we are able to see how meanings are formed we potentially
become more aware of our ability to reiterate, dismantle, and re-constitute them.
The Continuing Co-Constitution Beyond this Study
We are at the close of this piece but not all has been said that can or will be about
physically disabled professional identity. It will re-emerge in the interactions of the
participants, you, me, and beyond in future performances of daily and professional lives.
As long as there is human embodiment, the physically disabled body will continue to be
struggled over, grappled with, negotiated, made, unmade, and remade. Unlike many
performances to come, these pieces are recorded on a page so that they can be cited, cut
and pasted, referenced, and re-performed. Perhaps they will be re-interpreted in a stage
performance or become components of future educational texts or used to advocate for
policy changes. As we continue to do culture, physically disabled professional identity is
open to possible reinterpretations that defy past marginalizing understandings which no
matter how deeply embedded in culture discourse are open to new meanings that explore
rather than reject the vulnerability and mortality of embodied humanity. The final chapter
of this study will offer possible directions for future performances of physically disabled
professional identity.
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CHAPTER 7
MORTAL EMBODIMENT IN A POSTMODERN TIME

O: A performance approach (pause)
So what‘s the point of this?
Are you going to make a script?
Will I be a character in a play or something?
See if Cameron Diaz wants to play me (laugh)
I‘ll give her lessons on the gait (O and JA laugh together)
In this final chapter, I answer the question that Olivia posed at the end of her
interview, offering a ‗point‘ to the past six chapters, of what a performance analysis of
physically disabled professionals‘ personal narratives potentially offers to us
theoretically, methodologically, and socially. I begin with the theoretical implications of
this study for communication studies and disability studies. I then shift to the
methodological implications, discuss strengths and limitations of this analysis, and finally
offer insights for professional policy and recommendations for future research. In turn,
in this study, disability forms as the shared ongoing struggle of all mortal human bodies
to make sense of their fleshed selves in shifting postmodern spaces. This study is one
such performance space, in which audience members enter into the ongoing cultural task
of meaning-making laden with risks of reaffirming marginality and possibilities of
constituting new meanings that resist deeply embedded fears and stigma associated with
the disabled body. Disability emerges as a means to illuminate what it truly means to be
humanly embodied.
Theoretical Implications: Disability as Mortal Embodiment
In Chapter One I moved through four models of physical disability: the medical,
experiential, moral, and sociocultural models, before introducing a fifth, the performance
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model, through which I enacted this study. Within the performance model, the four
previous models surface as narrators struggle with their audience to make sense of who
they are as physically disabled professionals. In this performance space the models are
left vulnerable to change – merging and diverging in the never-ending formations of
identity and meaning. The competing models of disability cannot be separated from one
another; rather, they are the attempt to capture and categorize that which cannot be
pinned down: the ongoing performance of human mortality, created by the ongoing
reiteration, resistance, dismantlement, and re-creation of bodies moving through cultural
space that researchers (as employers, coworkers, family, and friends) explain and engage.
Physical disability is an experience lived through a mortal body that struggles
through scientific diagnosis, physical experience, personal interpretation, and social
reaction to an identity defined as the antithesis of ‗normal.‘ As professional bodies, the
narrators performed what it means to be simultaneously marked as valued and
‗disruptive‘ within a culture, to be at once respected for their professional skills and also
be devalued sources of unease, living perpetual reminders of human beings‘ vulnerability
in our own skins. Each narrator throughout this study told stories of their personal,
embodied experiences situated in time and space. Each narrative was a story of a body
and of a culture – embedded, enabled, and constrained by the competing models of
disability that emerge and re-emerge through interaction. Physical disability was not
reduced to a personal deficit to be diagnosed and managed within the medical model,
marked as tangible evidence of a deficit of character like in the moral model, described as
personal experience to understand in the experiential model, or critiqued as social
creation to dismantle in the sociocultural model. Rather, physical disability materialized
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as a unique experience of bodies – of pain, paralysis, limping, wheezing, sores, and
fatigue and as a cultural phenomenon materializing in discourse – an illumination of how
human beings struggle over what it means to be mortally embodied in relation to one
another.
Disability as performance: Embodied and communicative
Each chapter attended to the cultural and personal nature of disability often
attending primarily to one but unable to ignore the other, facilitating a means to ―sketch
the complexity‖ of personal embodiment in a postmodern cultural space (Corker &
Shakespeare, 2002). Chapter Three focused on the cultural constitution of physically
disabled professional identity, highlighting the creation and reiteration of physically
disabled ‗heroes‘ through interactions in the workplace. Chapter Four shifted from the
cultural to the personal experience of physically disability, mapping how physically
disabled professionals make sense of their identities through bodies marked as atypical.
Chapter Five embraced the tension of the cultural and personal nature of physically
disabled identity through an exploration of physically disabled gendered identity. In
Chapter Six, I weaved the narrators‘ voices in a tangible conversation with each other,
tracing how their voices cite one another and differ from one another, reiterating and
resisting what it means to be cultural participants in the creation of physically disabled
professional identity. Through these chapters, performance allows a means to see
physically disabled identity as viscerally lived and socially performed – emerging from
unique, personal bodies constrained and enabled by socially created discourses. Disability
emerged as the cultural performance of embodied awareness, and the anxiety that ensues
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from it. I will now take a moment to move through the constitutions of disability as it
materialized in Chapters Three through Six.
In Chapter Three, I mapped the emergence of physically disabled professional
‗heroes‘ in narratives of professional interactions. This chapter highlighted the cultural
struggle over physical disabled professional identity in the workplace. I applied
Bamberg‘s (1997) narrative positioning to interpret physically disabled professional
identity as the materialization of heroes engaging in social ‗battles‘ as they perform their
professional identities. Interpreting the narrators‘ stories as ‗war stories‘ provided a
means to illuminate the performances through which physically disabled professionals
and their colleagues negotiate the anxiety that surrounds the physically disabled body
doing professional work. Through its deviation from the ‗typical‘ deemed ‗normal‘ body,
the physically disabled person highlights the presence of the body within the professional
space. In turn, the body is met by others as an affront to professional expectations, a
demand to acknowledge the embodied mortality in a cultural space that seeks to render
the body irrelevant in its pursuit of cerebral reasoning and intellect. As the anxiety over
physically disabled professional identity, which embodies disembodiment, compels those
within professional contexts to reduce complex people into basic characters, ‗heroes‘
which can be quickly identified, interpreted, and categorized, and in turn, dismissed as
not quite human, and therefore not tangible evidence of a shared, human mortality that
evokes anxiety.
Each hero – the Super Hero who triumphs over the disability, inspiring others
with her or his personal strength; the Warrior Hero who struggles on behalf of all
physically disabled people against the professional system; the Tragic Hero who valiantly
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and bravely succumbs to the fate of his deemed tragic, now incapable body; and the Anti
Hero, who, marked as a villain, exploits the professional system, ‗unjustly‘ resisting
demands that she or he accept that her or his body is incapable of performing a
professional role – is a co-creation of the physically disabled professional and colleagues
materializing, and re-materializing through interaction. Through positioning themselves
as engaging in a struggle in which they prevail, continue to fight, and/or are defeated, the
narrators crystallize the stigma and anxiety surrounding their bodies as reminders of
human mortality. Each narrator performs with others in a professional context so that any
narrator, in a different narrative, could potentially perform a different hero. Each hero is
the interactive creation of participants, not simply the revelation of particular narrators‘
personal, internal characters.
Chapter Four shifted attention from the social, shared constitution of physical
disability in the workplace in Chapter Three to the personal, intimate, visceral experience
of the physically disabled ‗self.‘ This chapter explored the moments where the narrators
focused their attention on how their mortal bodies shaped their identities. Narrators
struggled to perform how their atypical flesh, blood, and bone ‗mattered‘ in their daily
lived experience; grappling with how their living, breathing bodies dictated the identities
that emerged in the time and space of the interview.
Some argued their body‘s complete irrelevance to their lives personally or
culturally. Others performed it as a means to personal fulfillment that they could not have
discovered through a termed ‗normal‘ body. Some termed it as a disruption of their
rightful identity and potential, a foil to their becoming who they were supposed to ‗be‘.
Still others performed disability as an ongoing struggle that they embraced and rejected,
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loved as part of them and feared as the source of their too-soon demise. At the end of
Chapter Four, two narrators struggled over who they would be outside of embodiment,
each ending with the conclusion that their identities cannot be divided from their bodies
but are instead inextricably facilitated by them. This chapter suggests that bodies not only
contain but facilitate who we are; we are no one outside of our embodied performance.
This chapter provided a means to expose the often overlooked flesh and bones of the
sociocultural model of disability, to constitute the phenomenon of disability as
inescapably and ―undeniably embodied‖ (Gill, 2001, p. 369).
At the same time, disability emerged as not solely personal, but socially, humanly
shared. Narrators told stories of their bodies in relation and in comparison to others,
illuminating that their identities are socially understood, that we come to know who we
are though our interactions and interpretations of others (Gill, 2001, p. 369). Each
narrator performed knowledge of a nondisabled body through her/his performance of
who she/he would be if performing within one. Chapter Four illuminated that we do not
need to rely solely on others‘ stories to know different embodiments, that we all, as
humans, know what is human, and in turn know embodiment. We know it enough to
embrace, reject, covet, or fear our own bodies, and the bodies of others.
Chapter Five drew upon both Chapters Three and Four, embracing and
negotiating both the personal and the cultural nature of disability. This chapter focused on
the moments within the story when narrators disrupted the cultural boundaries of
professional and private, including stories of their physically disabled gendered identities
in interactions within and beyond the workplace. These were narratives of their personal
understandings of themselves that depended foremost upon others‘ responses to their
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bodies. Narrators negotiated their own worth based on comparing their bodies to others,
by whether they were physically desirable and in turn suitable for the closest physical and
social relations with those around them. In moments throughout their narratives, they
performed physical disability as rendering their bodies sexually irrelevant and unsuitable
for romantic relationships, increasingly feminine due to dependence on others, or as an
enhanced masculinity based on the pain and anguish they had endured. These gendered
performances were at once intimately personal, situated in the experiential model that
understands one‘s own flesh and bone; diagnosed and judged in the medical and moral
models; and inescapably embedded in the sociocultural model, in that they understood
their bodies through the gaze, acceptance, and rejection of others. Stories of physically
disabled bodies‘ gendered identities highlighted how we perform multifaceted and at
times contradictory social roles through the same bodies.
These stories of personal relationship to one‘s marked body gave tangible shape
to the ongoing struggle of all bodies to pursue that which is slippery, appearing as a
silhouette just out of grasp, but forever unattainable: ideal gender performance. I am leery
of defining disability as a ―theoretical umbrella‖ under which marginal identities can
reside (Davis, 2002), yet, disability offers a unique means to seek understanding from
human experience. Defined only as a deviation from the ‗normal‘, the physically disabled
body draws our gaze, illuminating not only that which is different in human experience
but also that which is the same, though often unnoticed in unmarked bodies that do not
draw our attention.
The final analysis chapter, Chapter Six, provides a map of the performances
through which cultural and personal identity form, highlighting the role of the audience
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(listeners or readers) in the interpretation and re-performance of narrative; reiterating,
resisting, and re-constituting meaning. In this chapter, I lace together lines from the
narratives that I continue to remember and return to throughout my struggle to constitute
physically disabled professional identity. This chapter focused attention back to the
process through which we create culture and identity in our interactions, through the
ongoing reiteration and resistances of the meanings that surfaced in our past
performances. Each voice remains distinct, dependent upon the unique vocal chords
which facilitate it, yet is part of a continuing cultural creation of physically disabled
identity, shaped before, through, and beyond this analysis. In turn, we end with the
narrators‘ and audiences‘ ongoing roles in the living of disability, co-constituting
meaning in time and space surrounding the mortality of the bodies upon which our
identities depend.
Across chapters, this study offers a means to grapple with the embodied relations
among the medical, moral, personal, and social human phenomenon of physically
disabled professional identity in time and space. Across the chapters of narrative and
analysis, physically disabled professionals emerged as inescapably fleshed (Chapter
Four), socially engaged (Chapter Three), gendered and sexed (Chapter Five), and in a
state of flux created in interaction (Chapter Six). In narrative performances of identity,
storytellers did not divide their bodies neatly across the lines of the explanatory models
but struggled to create what it means to be who they are in the time and space of the
performance. For those attending to the study of disabled bodies this offers a means to
hold the performative constitution of personal disabled embodiment and the social
creation of disability in an inescapable and irreconcilable tension that illuminates the
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complexities of humanity. Rather than a conflict in interpretation in need of resolution in
which one discrete model cancels out the relevancy of the others, performance theory
offers an opportunity to set meanings in motion and to inform and transform the models
as they interplay with one another. Physical disability emerges not as the identity of
some bodies, but as an ongoing struggle of bodies to understand mortal embodiment
across shifting postmodern spaces.
Performing embodied identity in postmodern spaces
This study enacts a postmodern theory of disability. A theory in which reality,
meaning, and understanding is rooted in mortally fleshed bodies‘ interactions across
forever changing cultural spaces. Disability is fleshed, but not pinned down; living, but
not captured. Breathing, pulsing through postmodern spaces, forever in a state of
materializing, always opened to new understandings, meanings, and possibilities. In turn,
this analysis stands (or limps, sits, rolls) with Kuppers (2007b) who resists biological
determinism, opening up spaces to expose our understandings as forming through our
interactions as we struggle to create meanings and understandings in communication with
others, asserting that ―disability exists in the meeting space of the individual body and
social interaction,‖ laden with possibilities (p. 93). This study is one such meeting space.
A researcher‘s performance for an audience of readers, drawing upon past performances
in which I, the researcher, was the audience for 26 performances of physically disabled
professional identity.
Methodological Implications: Bodies Analyzing Bodies in Narrative
Performance Research and the Role of Hyper-Embodiment
This study looked to personal stories to attempt to make sense of what it means to
be a physically disabled professional body in postmodern time and space. I requested that
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the participants tell me stories of moments they found to be meaningful in understanding
themselves as physically disabled professionals. Living through bodies identified only as
the negation of that which is ‗normal,‘ the narrators potentially perform from a position
of ―hyper-awareness,‖ a consciousness that arises from personal stimuli and social
interactions continually calling one to attend to the significance of one‘s body in the
shaping of personal identity, an attention not demanded of one who is not marked as
atypical and stigmatized. In turn, through their atypical embodiment they potentially
engage in a conscious ongoing struggle to understand the personal and social implications
of being enfleshed.
As the past chapters indicate, their stories spoke of struggle and triumphs, of
losing and gaining employment, acceptance, love, their health, and physical mobility. I
participated in their stories, co-constituting with my presence, questions, and reactions
what it meant to be a physically disabled professional. Throughout the chapters, at
moments I interrupted the analysis to directly address the reader, acknowledging our
roles in the ongoing struggle to constitute and re-constitute physically disabled identity.
In these spaces of direct address, I attempted to engage the reader in order to answer
Park-Fuller‘s (1995) call to bear witness to the narrators‘ stories, to recognize our role in
the ongoing constitution of physically disabled professional identity in present and future
interactions.
I also entered the analysis to reveal my own hesitations, questions, and concerns
as a physically disabled researcher of physically disabled identity. Like the narrators, I
am potentially made aware of the implications of my body in the constitution of my
identity in my personal performance; of how my tight, spastic muscles impact my daily
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experience and how I understand my identity through interacting with others. Like the
narrators, I do not possess the fixed, final answer to the question: What does it mean to be
a physically disabled professional in time and space? Like the narrators and the readers, I
struggle to understand physically disabled professional identity as it emerges and reemerges in performance. I cannot speak for all physically disabled professionals; I
interact as a cultural participant in the ongoing performance of physically disabled
identity. The understandings which surfaced within this analysis can potentially be
reiterated in future performances and be used to challenge the marginalization of
physically disabled bodies in cultural discourses. However, the dismantling and reconstitution of new cultural constructs is not easy or inevitable. While performance
highlights the vulnerability of all meaning and reality, meanings that are reiterated across
cultures become deeply embedded in our discourses and claimed by us as ‗natural,‘ ‗true‘
or ‗inevitable.‘
Witnesses versus voyeurs: The risks of audiences in narrative
The understanding of disability as a personal deficit of specific bodies that fall
short of ‗normal‘ is one such deeply embedded cultural meaning. Beginning with Chapter
One, I have positioned physically disabled professional bodies as sources of anxiety, as
stigmatized and marginalized identities across different cultural contexts. Re-telling their
stories as performances of identity does not singlehandedly alter this deeply embedded
cultural belief. As Shuman (2005) notes, ―[t]he great promise that narrative makes is to
transcend personal experience, both by allowing us to see our own, seemingly
unexplainable, experiences in other people's stories and by helping us to understand the
otherwise unfathomable experiences of others‖ (p. 149). However, this is the ―promise,‖
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not the ―function,‖ of storytelling, a promise that is not inevitable and often goes
unfulfilled (Shuman, 2005, p. 3). Narrative is not in and of itself transformative –
transformation depends on the performances that emerge from it, that draw upon it, in
both the reiteration and resistances to the meanings that took place in the telling. For this
reason, I wish to heed Shuman‘s (2005) caution that audience members can at times take
on the role of ―voyeurs rather than witnesses and can foreclose meaning rather than
subvert oppressive situations‖ (p. 5). Performances do not always lead to new meanings
but often reinstate the familiar status quo to which we return, re-performing what is
familiar to us in our struggle to understand who we are. Shuman (2005) critiques the role
of empathy in narrative, questioning if new understanding of the listener offers hope and
change for the teller. She asserts that even in spaces where ―empathy offers the
possibility of understanding across space and time . . . it rarely changes the circumstances
of those who suffer‖ (Shuman, 2005, p. 5). If we, as audiences of personal narratives,
respond with only empathy, coming to understand another‘s experience as accessible yet
unrelated to our own through, we can be enlightened without being affected, the
opportunities to create subversive performances that work to ‗undo‘ the systems which
oppress are not likely.
Disabled identity and the promises of narrative
According to Shuman (2005), ―disability is perhaps the best case for
understanding how empathy works in narrative‖ (p. 25). As the body that is defined only
by negation, as the representation of the incomplete, the damaged, the abnormal, the
meanings surrounding it facilitate pity and personal distance without reflection
(Thomson, 1997). Shuman (2005) uses the example of the Poster Child whose story is
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used to move others to give to charities aimed at improving the situation of the
stigmatized body. She argues that the Poster Child‘s narrative is overshadowed by the
oppressive context of those who seek to help her, beseeching the audience to help
overcome her own personal triumph over adversity, reiterating disability as a stigmatized
identity that one overcomes through the benevolence of the nondisabled. In turn, this
intended effectiveness of this retelling depends on the marginalization of the child‘s
body: ―[t]he child‘s predicament must be seen as an adversity, and his or her life must be
seen as unlivable‖ (p. 25). Marginalization must be reiterated for the story to move others
to the desired reaction of the re-teller.
The stories of successful physically disabled people potentially offer a different,
but equally marginalizing, interpretation of physically disabled identity: that since some
physically disabled bodies succeed, we can therefore dismiss our responsibility to those
who do not. With this response, we can be inspired by the stories of those who have
triumphed, and continue to pity those we deem failures, holding them personally
responsible for their own defeat. In these cases, we risk being moved by the performances
of stigmatized bodies – to feel enlightened, more aware of their plight, and even
compelled to re-tell their stories – as an example of stigma others must endure, and that
we should be thankful we are spared from. In turn, we can feel inspired by the Super
Heroes and Warrior Heroes from Chapter Three, by those who are thankful for their
physically disabled identities in Chapter Four, by those who are accepted in their daily
performances as gendered, sexual beings in Chapter Five, and by those who retain a sense
of empowerment and humor in Chapter Six. Likewise, we can pity the Tragic Heroes and
Anti Heroes in Chapter Three, those that fear and resent their disabled bodies in Chapter
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Four, and those who are marginalized from gender and sexuality in Chapter Five, and
empathize with those who emerge frustrated and angry in Chapter Six. These reactions
reject the vulnerability of identity to form through ongoing performance; instead
reiterating physical disability as a personal adversity that one overcomes, struggles
against, or suffers defeat from depending on her/his inherent character.
Hyper-embodiment and „all-abled‟ human identity
Rather than these potential responses, I wish to emphasize the potential for these
narratives to not only offer insight to the experience of those marked as other, but to
embrace an opportunity to reflect on the meanings that emerge from the personal
performances of identity of those who live a hyper-embodied experience, a level of
awareness those whose attention is continually called to their body, viscerally and
culturally possess. These narrators are able to perform in the midst of daily reminders of
the implications of mortal humanness, physically and socially, and help us grapple with
not only what it means to be disabled, but to be human, in time and space; to realize these
stories reveal understandings across the ability spectrum of ‗all-abled' human identity.
Even unmarked bodies, are the source of our identities, deeply implicated in how others
respond to us professionally (as noted in Chapter Three), and gendered, sexual beings (as
explored in Chapter Five). Likewise our bodies – through physical training, illness, aging,
injury – perpetually impact our daily lives, (as discussed in Chapter Four). Our bodies are
forever shifting in ability, gaining and losing strength, comfort, flexibility, mobility,
elasticity, and so on. The binary we create between those marked as able and disabled
does not protect those bodies left unmarked, termed nondisabled from this mortal
predicament and the inevitability of death that awaits each identity (Zola, 1993). So while
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there are risks in telling others‘ stories, of others seeing narratives as moving and
inspirational but still the stories of the marginal, I re-perform these stories because
―stories must travel beyond their owners to do some kinds of cultural work‖ (Shuman,
2005, p. 19). From a performance perspective, our identities are coming into being
through our ongoing performance of ourselves; and within narratization, one is
consciously engaged in the ongoing process of becoming who they are with an audience
in time and space (Park-Fuller, 2000). In this narrative performance space, ―both the
identity and the experience exceed the boundaries of the narrative, we are more than our
narratives, our experiences are larger than we, belonging to others as well as ourselves‖
as we engage in the ongoing struggle to create meaning, understanding, identity, and
culture (Shuman, 2005, p. 161). The narrators and I, as the researcher, both atypical
bodies, marked as disabled, creating a performance space of shared hyper-embodiment, a
performance that comes with methodological implications.
Disabled researchers engaging in disabled performances of narrative
In Chapter Six I attempted to draw attention to how we participate as unique
bodies in the co-constitution of cultural identities such as physical disability. Yet at the
same time it is as vital to recognize ―that other people‘s stories are not our own, as it is
about the use of those stories to make new meanings‖ (Shuman, 2005, p. 162). As the
researcher, I entered into relationship with the participants as a physically disabled
aspiring academic. As I noted in Chapter Two, at times this fostered a sense of shared
experience: that I possessed a similar understanding that only comes from living within a
body that feels the physical pain and restricted movement and the social stigma and
judgment toward an atypical, devalued body. Narrators responded by noting my potential
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to understand, giving me advice and warnings, and asking me questions to see how I, as a
young woman with moderate cerebral palsy which causes tight muscles and a limp,
paralleled and countered their own experience. This sense of shared understanding
allowed me to participate in the telling of their stories as an ‗inside audience.‘ It is
possible that through our seemingly shared experience, a narrator could interpret me as
fulfilling narrative's promise of mutual understanding, of empathy (Shuman, 2005).
My disabled body could also compel my audience, the readers of this piece, to
interpret me as ―entitled‖ to tell the stories of physically disabled professionals, that my
own experience warrants me to be the authority and interpreter of theirs‘ (Shuman, 2005,
p. 151). I wish to caution my readers against this misconception. Rather, I encourage
readers to look to the past chapters as a new performance, emerging from twenty-six past
performances, reiterating, resisting, and re-performing physically disabled professional
identity in a new space in which I am the performer, and you the audience, who now
share the responsibility to struggle with and against the ―promises of narrative‖ (Shuman,
2005).
As I audio-recorded, listened back, transcribed, and pieced together these
chapters, a new performance emerged, a performance which drew upon their
performances, but also deviated, creating a new performance text for a new audience of
readers. Through weaving together the participants‘ voices, I attempted to illustrate how
physical disability is the materialization rather than the spoiling or disruption of human
identity. This is my story, which emerges from my co-constitution of their stories. Yet
this new materialization of physically disabled professional identity is not a complete,
finished, organized picture, but blurring as it comes into focus and fades away again. ―It
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is a mistake to define storytelling as creating meaning out of chaos‖ (Shuman, 2005, p.
13). Physically disabled professionals and I, as a physically disabled researcher, are not
able, even in collaboration, to pin down what it means to be physically disabled in time
and space. Our lived experiences do not make us catchall authorities; we are able to
create meanings from intimately lived experiences, but these meanings are vulnerable to
dismantlement. As Chapter Six notes, narrators contradicted one another and at times
themselves in the struggle to create identity. What it means to be physically disabled
cannot be captured and held still as it continues to change and re-materialize, deeply
embedded in discourses that stigmatize and marginalize their bodies while
simultaneously offering opportunity for re-performance resistance. We move among one
another, performing ourselves and culture, materializing performativity, struggling and
resisting one another, others, and ourselves. Just as meanings should not be discounted or
dismissed, they should not be accepted as a final answer, but rather as participation in the
ongoing struggle to create meaning.
In summation, this study of how bodies perform stories about their bodies
interacting within cultural and historical discourses offers a means to explore the
complexities of human embodiment, and personal and social identity. That physically
disabled narrators potentially perform from a position of hyper-embodiment allows a
means to access understandings of human embodiment of which unmarked bodies may
be unaware. A performance approach to narrative research also allows a means to analyze
how the researcher and readers‘ bodies are implicated in the creation of personal and
social identity; that each narrative act involves the creation of meaning in time and space.
Future performances can potentially lead to the challenging, dismantling, and re-
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constituting of new meanings surrounding physically disabled identity, but they can also
re-affirm physically disabled bodies as marginal, distant identities. This project offers
possibilities in future performances, but with these possibilities come risks and
limitations.
Limitations: Physical Disabled Identity Remains ‗Undone‘
The methodology through which this study is enacted offers understanding
surrounding the materializing and rematerializing of physically disabled identity and
cultural meaning in communicative acts. Physically disabled identity remains in a
forever state of becoming. Performance highlights that we cannot capture what it means
to be physically disabled across time and space. Rather this methodology and method
create a performance space where meanings emerge, are struggled over, potentially
reiterating and resisting existent models and understandings. Meanings change and
evolve through performance. While one may see the fluid, unfinished nature of physically
disabled professional identity as a limitation, it is one of the strengths of performance
analysis: each interaction offers the opportunity for even the most deeply embedded
understandings to be undone and re-done, for new meaning to materialize through each
interaction. That said, methodological decisions made within this study bring limitations:
(1) a narrative analysis privileges the personal stories rather than the broader more
circulated stories of a culture, (2) a thematic analysis leaves personal stories incomplete,
(3) the self-selected sample of cannot speak for or identify with all physically disabled
professionals, and (4) as a physically disabled professional, my presence as the researcher
potentially impacts the story told.
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Privileging the personal, limiting the collective
Personal narrative analysis allows a means to delve into the personal daily lived
experiences of participants. However, personal narratives are not widespread, reiterated
familiar cultural performances. Unlike a social movement or media performance that
many cultural members potentially identify on a larger scale and mark as pervasive or
significant, the personal narrative is a unique performance that is likely unfamiliar to the
audience. In addition, unlike a film, speech, or event accessible to many cultural
members, the reader can only identify with the narrative performances through my
retelling of their stories.
Highlighting themes and obscuring personal stories
In order to protect the participants‘ identities I do not include their stories in their
entirety within any chapter or as an appendix. Moving across stories allows a means to
materialize themes reiterated by multiple narrators and gives access to the shared cultural
experience of physically disabled professional identity. However, thematic analysis also
obscures the personal performances as they emerged within the time and space of the
interview. Readers interact with my interpretation of the performance events that took
place rather than the narratives in their entirety.
Varied sample, limited depth and breadth
In an attempt to access the complexities and variations of physically disabled
identity, I interviewed 26 participants from across different regions of the United States,
from diverse professions, and with varying disabilities. My sample of participants offered
an opportunity to explore the complexity of physically disabled identity across personal
and cultural spaces, but did not facilitate specific, in-depth analysis of a more closely
shared phenomenon, such as a particular disabled embodiment, occupation, or geographic
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region. In addition, the participants were also self-selected through responding to listserve postings and lacked diversity in race, class, and sexual orientation. All the
participants self-identified as White, as professionals self-identified members of the
middle class, and 24 out of 26 self-identified as straight (or did not self-identify and told
stories of heterosexual relationships, while two self-identified as lesbians). In turn, the
analysis of bodies performing within multiple culturally constituted identities is limited
by the participants' performances. Participants who identify as members of these
underrepresented groups could potentially challenge and transform the meanings that
emerged in this study.
Shared identity, obliged reiteration/negation
As I noted earlier, as the present audience for these interviews, I participated as a
fellow physically disabled professional. In some ways, this could be considered a
methodological strength in that I was able to participate as an insider in the coconstitution of physically disabled professional identity. At the same time, this could also
be seen as a limitation in that the narrators could potentially assume a shared
understanding and in turn leave out details or interpretations they would feel compelled
to share with a researcher who had not experienced physically disabled professional
identity. Potentially, my disabled body may be problematic in the theory of coconstitution upon which this study relies. As an 'insider,' the assumed shared experience
could confuse our roles, causing the participant to rely upon my story in the telling of
their own, so that I am re-telling 'our' shared story of physically disabled professional
identity, rather than a story in which I was a listener, participating in the co-constitution
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of 'their' stories. In turn, different narrators and different audiences produce new
meanings, which I will expand upon in the next section.
Suggestions for Future Research
Performance research is never complete. Research focused in different areas can
evoke new meanings and understandings. Each interaction offers potentials for the
reiteration, resistance, and dismantlement of meaning and identity. I would be interested
in future research that continues to ―sketch the complexity‖ of physically disabled
identity in a postmodern performance space particularly in relation to disabilities,
professions, class, gender, and sexuality (Corker & Shakespeare, 2002).
Experiences from the similarly disabled, located, or employed
As noted earlier, this study analyzed the narratives of participants across the
United States, with varying disabilities and professions. Analyses of participants outside
the United States and from similar regions of the United States could potentially further
illuminate how differences between regional and national cultures impact the experiences
and meanings surrounding physically disabled bodies. Likewise, different meanings,
understandings and cultural expectations surround different professions. A performance
approach to the narratives of bodies in similar places, of similar bodies, or in similar
professions allows a means to see how meanings materialize in similar performances,
allowing us to further sketch the complexity of disability and professional identity across
varying cultural spaces.
Social class and disabled identity
Participants within this study each performed their disability from the economic
position of middle class to upper-middle class. Disability scholars have traced the cultural
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tensions between disability and the public sphere, repeatedly linking the perception of
deficiency associated with disabled body to the rejection of disabled people as viable, self
sufficient contributors to the economy (Axinn & Stern, 2000). DePoy and Gilson‘s
(2004) overview of the history of disability in western culture traces the poverty that
accompanied disability in the Middle Ages to contemporary culture. Moeschen (2008)
offers an analysis of the 20th century disabled beggar as a familiar, reiterated cultural
performance, drawing attention to the cultural expectation of the disabled body as
legitimately poverty stricken and deserving of charity. More studies from a performance
perspective offer opportunities to explore how we as cultural members constitute the
disabled body‘s deficiency in relation to perceived social class and economic status in
daily interactions.
Physically disabled gender and sexual identity
In addition, across narratives, the participants performed their physically disabled
gendered and sexual identities, seamlessly blurring identity categories and professional
versus private spaces. There is extensive research on physically disabled gender identity.
Scholars have attended to both physically disabled femininity (Asch & Fine, 1988;
Begum, 1992; Harris & Wideman, 1988; Mairs, 2002; Thomson, 1997), and physically
disabled masculinity (Ostrander, 2008; Shuttleworth 2004; Sparkes & Smith, 2002).
McRuer (2006) illuminates the relationship between compulsory able-bodiedness and
compulsory heterosexuality. In addition to this relationship, a performance perspective
which positions identity as materializing and re-materializing allows a means to explore
how ability affects and alters performances of gender. While as Kafer (2005) notes, there
are theoretical challenges or categorizing to labeling bodies as either Lesbian, Gay,
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Bisexual, Transexual or Questioning (indicating that the question of one‘s sexuality will
be answered and then she/he will be placed into one of four distinct groups) performance
offers a means to further investigate sexual identity as continually changing, vulnerable
to disruption and re-definement in daily interactions.
Recommendations for the Re-Performing of Professional Policies
A performance approach to physically disabled professionals‘ personal narrative
offers particularly evocative proposals for professional policy. From a performance
perspective, policy cannot be removed from the bodies that act it, incorporate it into their
performances, facilitate the shaping of the professional cultures through which they
interact. Performance allows a means to trace how a cultural text is written into and onto
the bodies that perform it. Performance and re-performance always open policy to
reinterpretation as members of the professional culture draw upon past performances,
reiterating, resisting, and re-performing their professional identities and the culture in
which they participate. This perspective potentially challenges the dominant conceptions
of professionalism in which policies are constructed in an effort to, in a Foucauldian
sense, discipline bodies, rendering them ―docile‖ and in turn irrelevant in the desired
modernist workspace in which the cerebral is divided from and manages the corporeal
identity. Performance allows a means to understand policies as real only to the extent
they are embodied and performed by members of a professional culture. In turn, I offer a
recommendation for postmodern policy formation: universally designed policies
stemming from attentiveness to the ongoing narrative performances of a professional
culture. I first describe universally designed policy formation before moving to the role of
narrative in its ongoing formation.
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Postmodern policies: Universally designed in narrative performance
O'Brien (2005) notes, the 1990 American with Disabilities Act (ADA) in many
ways promotes an ―ethic of care‖ in the workplace. She explains that, ―essentially the
focus on the need turns employers into 'caregivers,' albeit unwilling ones, who must
negotiate with their employees regarding reasonable accommodations‖ (p. 4). The idea of
reasonable accommodations, as defined by the ADA, perpetuates the idea that the
atypical bodies covered under the act are disruptive to the work environment but this
disruption can be 'reasonably' overcome, and employers are required by law to do so.
Universal design offers a critique of accommodations which focus on adapting and
modifying environments to the ―special‖ needs of disabled bodies, marked by social
stigma over their deviance from that which is perceived as normal (Lidwell, 2003). The
principles of universal design assert that ―'accommodations could be designed to benefit
everyone,‖ breaking down the binaries between accommodating dysfunctional bodies and
designing the best environments for all bodies (Lidwell, 2003, p. 14). Universal design
initially pointed to the structure of physical and virtual environments, from buildings to
websites that were designed to be easier for all bodies to access. Some examples include
ramps, automatic doors, websites with both visual and audio features, and computers that
respond to voice commands. A universal design of policy would move from physical
environments to the cultural paradigms through which they are created. Such policies
would resist assumptions that seek to divide the cerebral from the corporeal and instead
embrace Butler‘s (1990) assertion that bodies matter. From this perspective, policies
would attend to the role of a particular position, the knowledge needed and its mission (to
educate students, heal bodies, supervise groups, design spaces, and so on), and seek to
facilitate these tasks through varying bodies. This could include, but is not limited to,
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what is now commonly referred to as ―accommodation,‖ such as flexible hours; varying
work stations, including one‘s home and virtual environments; physical equipment; social
support and collaboration, and so on. In short, these policies would form with the
understanding of that the need to re-form is inevitable. Rather than seeking to discipline
bodies into meeting the expectations of a construct of professionalism, policies emerge
lithe and pliable, able to flex around the bodies that perform them.
Universally designed policies emerge from the bodies through which they will be
enacted. Attending to the narratives of the members of a professional culture offers a
means to create policies from, rather than imposing them upon, bodies. Such policies
would attend to what the workers perceive as the goals of their position, that of their
colleagues, and the institution as a whole. Policy writers would listen to the personal
narratives of professional experience within an office culture and write policies that
materialize from the shared reality in which employees continually perform in daily
interactions. In turn policies, like the narratives through which they emerge, would be
perpetually in a state of revision, responding to changing bodies and cultural
understandings, adapting with those who enact them. As a result, policy becomes a
collective narrative, struggled and performed by a professional culture's participants. The
narratives of this study could provide a springboard for attending to such narrative
performances across varying professional environments. Interpreting policies as
emergent, co-constitutions creates space for the changeability of bodies, understandings,
and cultures, and acknowledges the need for cultural members to work with rather than
resist these changes. This new perception could potentially create opportunities to ease
anxiety over bodies in the workspace, to seek to understand rather than ‗capture‘ bodies;
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by forcing them to feign irrelevance or risk resentment, stigma, marginalization, and/or
elimination from the professional spaces.
In this participatory performance space, there is no need to create binaries
between docile 'good' able bodies and deviant 'bad' disabled bodies. Instead, bodies
would be understood as existing across an ability spectrum, fluidly moving through
different performances of ability. With this revision, resentment toward specific bodies
that defy the discipline accepted of those marked ‗normal‘ would potentially be relieved,
as well as humans‘ discomfort in their own skins and fear of the social consequences of
accidents, disease, disablement, and age. Acknowledging the need to embody policy, to
foster cultural understanding that we are all dependent on vulnerable, mortal bodies
opens the space to the fluid interpretation of how tasks within professional (and across
all) cultural contexts can be accomplished by varying bodies in varying ways.
Conclusion: Disabled Professionals‟ Personal Narratives and the Performance of
Embodiment
I would like to take a moment to return to Olivia‘s question with which I opened
this chapter: what is the point of this study? This study analyzed the narratives of
physically disabled professional bodies as performances of identity to create
opportunities for empathy and shared understanding of what it means to be human. This
study offers a means to hold the personal embodied experience and sociocultural
constitution of the phenomena of physically disabled identity in tension surrounding our
struggle over what it means to be mortally embodied rather than seeking a solution in
which one overrides the other. This study also provides a means to analyze the roles of
the narrators‘ and audience‘s bodies in the constitution of identity as well as opportunities
to revise professional policies to the insights gained in a postmodern space.
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Olivia asked me if my end goal was to create a script, a play in which an actor
would perhaps perform her story. While Chapter Six is in some ways a performance that
could and perhaps will be staged, that was not my intent nor was it my end goal for this
study. Instead, I wished to struggle with complexities of physically disabled identity in a
postmodern space. Narrators struggled with the sociocultural nature of physical
disability: the pain, fear, and discomfort of the medical model‘s diagnosis; the moral
model‘s judgment; and the experiential model‘s lived experience. Physical disability
cannot be socially constructed and in turn stigmatized identity because the embodiment
of physical disability – the pain, restricted movement, noticeable progression of disease
and so on – cannot be eliminated through altering social understandings. Rather, they are
the embodied reality, the reminder that bodies matter beyond their performance in daily
interactions, that we are intimately and inevitably connected to our bodily experience.
That said, this study offers a lens to view what it means to be human, not only a
physically disabled human. The insights that come from the disabled body that is forced
to be perpetually aware of the complications of embodiment in daily life illuminate the
complexities of human lived experience. Physical disability evokes our gaze, grabs our
attention, fear, disdain, pity, and admiration not because we could become disabled, but
because as embodied beings we possess an intimate knowledge of mortal flesh, disability
as a part of humanity, and in turn as a part of us. We cannot avoid the co-constitution of
physically disabled identity because if we are alive we are moving upon the ability
spectrum ‗abled,‘ like we are raced, gendered, sexed, and so on. The ability of our body
is inescapably human, as are the theories, methodologies, and policies through which we
seek to manage it.
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This anxiety that surrounds marked identities arguably surfaces in the presence of
the body defined as the antithesis of that which is allowed to be invisible in its deemed
normality: perhaps it not the fear of another body but the fear of our own predicament.
We struggle against the professional disabled body, the educated disabled body, the
skilled disabled body, the gendered disabled body, and the sexualized disabled body
perhaps because we are forced to acknowledge the complexities that come from our own
contingent performances. Their highlighted bodies draw attention to our own struggle to
perform identities that are always unfinished, in the process of emerging, never realized,
in pursuit of cultural ideals that we intimately know but can never attain. In turn, perhaps
it is through the body that is marked as other that we can begin to know and accept our
forever-changing selves, and to understand what it means to perform humanness in time
and space, and undoubtedly to answer Olivia‘s question about the ‗point‘ of this research:
we are all performing what it means to be mortally human, and certain bodies compel us
to acknowledge it with our fear, admiration, disdain, and intrigue not of other but of
ourselves; that our gaze at the other is a gaze at our inescapably mortal, vulnerable selves
that only the body defined by the negation of ‗normal‘ illuminates.
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APPENDIX A
INVITATION TO PARTICIPATE IN A NARRATIVE RESEARCH PROJECT
Hello, my name is Julie-Ann Scott and I am an interdisciplinary PhD
student in Communication at the University of Maine. For my doctoral
dissertation research I am conducting a narrative analysis of Physically
disabled professionals personal narratives.
The focus of my research will be storytelling and how those who hold
formal professional positions in a workplace (i.e. educators, supervisors,
administrators) who others may identify/perceive as disabled or who
others may identify as physically disabled, narrate their personal
experience of living with a physically disabled, professional identity. A
list of questions will be available to you, but you are encouraged to choose
what experiences you feel are most meaningful, where you feel your story
begins and ends, and what information to include and exclude. The
average interview usually takes between 30 minutes and 90 minutes. You
will choose how long and how detailed your story is. I am interested in
whatever you have to share. I understand that recalling some memories
may be painful and you may choose to end the interview at any time.
The interviews will be audio recorded for future analysis and portions of
the transcribed interviews will be included in the final research project, but
your identity will remain confidential; your name, and any identifiable
features will not be disclosed. The tapes and transcriptions will be kept
under lock and key in a filing cabinet in my office indefinitely. Only my
advisor and myself will have access to them. The portions of your
personal narratives that will be used in the study will be available to you
upon your request.
Participating in this dissertation project will aid in the understanding of
how certain professionals understand and provide meaning to their
experiences and how our cultural beliefs and perceptions of disability can
be improved through a more in-depth understanding. In addition, I will
conclude this study with suggestions of how the language of institutional
policy as well as education and the language of daily interaction can be
used to resist and challenge prejudice and fear surrounding physical
disability in our society.
By consenting to participate in the interview, you will consent to being a
part of this research project. If you have any further questions regarding
this project please contact me, at 207-991-8393,
JulieAnn.Scott@umit.maine.edu.
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If you have any questions about your rights as a research participant,
please contact Gayle Anderson, Assistant to the University of Maine‘s
Protection of Human Subjects Review Board, 207-581-1498,
gayle.Anderson@umit.maine.edu. Thank you so much for your time.
Sincerely,
Julie-Ann Scott
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APPENDIX B
SUGGESTED QUESTIONS
***Note--- These questions are made available before the interview
for your convenience. This project is about your personal experiences.
You are not expected to answer these questions in any particular order or
at all. Please free to include whatever information you choose to include,
I am interested in your understanding of being physically disabled.

How does being physically disabled affect your daily life as a
professional?
Could you describe any differences between your professional versus
personal/private identity in relation to being physically disabled?
In relation to your physically disabled, professional identity, could you
describe for me some positive experiences you remember?
Could you describe what you see as a negative experience?
How does your physical disability affect your experiences with other
people in the workplace?
Could you describe any professional relationships you feel are
particularly affected by your identity as a physically disabled person?
Imagine you are in an ideal professional environment; could you
describe what it would be like?
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APPENDIX C
EMAIL CALL FOR PARTICIPANTS
INVITATION TO PARTICIPATE IN A NARRATIVE RESEARCH PROJECT ON
PHYSICALLY DISABLED
& PROFESSIONAL IDENTITY
Greetings,
I am writing to request your help. I am currently trying to organize interviews for my
dissertation analysis on the personal narratives of physically disabled professionals. If
you are physically disabled and hold a professional role within an organization (educator,
supervisor, administrative, expert) I would greatly appreciate if you would share your
story with me. The identities of all participants will be kept completely confidential-only
I would know
your identity. Your story can be as long or as short as you would like it to be. I am
interested in anything you are willing to share. If you are interested in participating
please contact at: JulieAnn.Scott@umit.maine.edu or call me at 207-991-8393. Please
forward the attached information to anyone you feel may be interested. I can travel to you
or we can schedule a time for a video web chat.
Sincerely,
Julie-Ann Scott
PhD candidate, Communication
The University of Maine
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*PARTICIPANT DEMOGRAPHICS
Alvin:

Sex: M
Age: 50‘s
Relationship status: Married to a woman
Narrative in brief: A political science professor. He uses an electric
wheelchair after a stroke that impairs the movement of his arms, legs, and
vocal cords. Colleagues assumed he would resign, but he did not. He
currently uses adaptive equipment to lecture in a handicap accessible
classroom.

Beatrice: Sex: F
Age: 40‘s
Relationship status: Married to a man
Narrative in brief: A theatre professor. Disability affects height and
mobility. Had a child during the tenure process and in turn felt
uncomfortable asking for physical accommodations in addition to parental
accommodations. She positions even small accommodations as a
challenge to receive due to campus bureaucracy on her campus. She often
feels the pressure to navigate both discrimination based on her gender and
disability.
Corinne: Sex: F
Age: 20‘s
Relationship status: Engaged to a man
Narrative in brief: A website designer for a state university. Developed
fibromyalgia and narcolepsy while pursuing her undergraduate degree
Biology and Pre-Med. She decided not to go to medical school due to the
challenges. She left her first job at the university working in the Disability
Rights and Accommodations Office after a long struggle to receive
ergonomic work station and flexible hours. She is now working in a
different department where they willingly accommodate her needs.

Dierdre: Sex: F
Age: 50‘s
Relationship status: Living with her female partner
Narrative in brief: A sociology professor. Developed polio as a child
which caused a limp for most of her child and adulthood. She now uses a
wheelchair due to a second onset of polio. Her inability to conceal her
disability since the second onset is an ongoing struggle for her. She
reiterates the frustration with people‘s inappropriate questions and
assumptions in regard to her disability
Ernest:

Sex: M
Age: 50‘s
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Relationship status: Divorced from a woman
Narrative in brief: Campus accessibility administrator at a state
university. Uses a wheelchair after a diving accident as a teenager. He
pursued a doctorate after a divorce in hopes of a career change. However,
his lung collapsed and compromised his ability to speak so he decided to
go back into a job in administration rather than pursuing a job as a faculty
member.
Farrah:

Sex: F
Age: 40‘s
Relationship status: Single (desires to date men)
Narrative in brief: A disability rights and accommodations advocate.
Walks atypically due to cerebral palsy. Before her current career she
worked briefly in a pediatric rehabilitation center and as a one-on-one
instructor in an elementary school. She speaks at length about the
difficulty forming romantic relationships due to her physical disability.

Greg:

Sex: M
Age: 40‘s
Relationship status: Not determined
Narrative in brief: Physical therapy professor. Used crutches to walk for
many years due to cerebral palsy. He recently transitioned to a scooter due
to the strain on his hips. Speaks of the struggle to teach physical therapy
with limited movement and to navigate his colleagues‘ attention and focus
on his disability. He does not always tell people his diagnosis if they ask.

Herman: Sex: M
Age: 50‘s
Relationship status: Married to a woman
Narrative in brief: Works as a university administrator through a statesponsored program. Uses a wheelchair after breaking his neck in a farming
accident. Speaks at length about his change in friendship circles and
relationship with his wife after his accident. He is very open with students
and staff about his experiences as a disabled person and has grown to
readily accept assistance from others.
Ingrid:

Sex: F
Age: 30‘s
Relationship status: Undetermined
Narrative in brief: A pediatrician. Uses a wheelchair due to bone growth
disorder compromising her ability to walk and being prone to broken
bones. Speaks of her disability being a source of connection with her
patients and their parents. Maintains that due to her having an accessible
home and job she does not see her disability as disruptive to her life
though she notes this could change with age and future contexts.
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Jesse:

Sex: M
Age: 50‘s
Relationship status: Divorced from a woman and ended a long-term
relationship with a woman
Narrative in brief: University administrator who also teaches disability
studies. Born with a clubfoot. Speaks of his personal shift from
confronting the gaze and questions of others with hostility to desiring to
transcend his disability, to enjoying the gaze and not minding educating
people about disabled identity.

Kale:

Sex: M
Age: 30‘s
Relationship status: Married to a woman
Narrative in brief: A media studies professor. He uses a wheelchair due
to a progressive congenital condition that limits the movement of his body.
His wife also works at the university and they are well connected with and
receive support from their colleagues. He feels he is able to relate to his
students due to his age and interests in the media and music and often feels
the need to be careful to keep a professional relationship with them. He
sees his disability as central to his identity because he interprets one‘s
identity as dependent upon embodied experience.

Larry:

Sex: M
Age: 30s
Relationship status: Married to a woman
Narrative in brief: Just recently resigned from his job as a pastor to focus
on his writing and to work in a temporary position of a disability rights
advocate. He uses a wheelchair due to a progressive congenital condition
that limits the movement of his body. As a pastor he feels his disability
makes him more relatable to his congregation because he has experienced
suffering. He sees his disability as angering God like it angers him.

Margaret: Sex: F
Age: 60‘s
Relationship status: Single, had dated men
Narrative in brief: Retired this year after a career first as a daycare
provider and then a parks‘ services director for the state. Uses a
wheelchair due to a sledding accident she had as a young adult. She still
stays in close contact with her younger colleagues and travels to visit
several of them. She chose not to date after her relationship with her
boyfriend from before her accident ended because she didn‘t want to live a
love story that was not the ―white picket fence.‖
Nora:

Sex: F
Age: 50‘s
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Relationship status: Married to a man
Narrative in brief: Contracted polio as a child and now walks atypically.
She received her doctorate in nutrition and then went on to an
administrative position as the director of continuing education. Self
identifies as a disability rights advocate and takes it as a responsibility to
lobby for those who are not in as influential positions as she is.
Olivia:

Sex: F
Age: 30‘s
Relationship status: Married to a man
Narrative in brief: A physical therapist. Walks atypically due to cerebral
palsy. She sees her disability as a source of comfort to some
parents in relation to their children‘s diagnoses though she expresses her
uneasiness when parents equate her experience to their children‘s. Notes
that her disability increases her perceived desirability in romantic
relationships since she can ‗almost pass‘ for able-bodied but at times
seems physically dependent on her partner.

Patty:

Sex: F
Age: 40‘s
Relationship status: Dating a man
Narrative in brief: Is currently teaching college math while she pursues
her master‘s degree in teaching. Diagnosed with thoracic outlet syndrome
in her early thirties causing her to switch careers from a computer
programmer to a teacher. She struggles with her disability and scrutiny
from her colleagues because she doesn‘t appear to be disabled and is
active, but needs accommodations.

Quinton: Sex: M
Age: 50‘s
Relationship status: Married to a woman
Narrative in brief: Social work and disability studies professor. One leg
is paralyzed from an accident. He uses either crutches or a wheelchair
depending on his mobility. He is an avid skier which often surprises
people.
Rhonda: Sex: F
Age: 30‘s
Relationship status: Recently ended a relationship with a man
Narrative in brief: Currently teaching courses at a university while she
pursues her doctorate in history. Diagnosed with rheumatoid arthritis
while working as a museum curator. Speaks of how her disability
increases her perceived vulnerability to men.
Sarah:

Sex: F
Age: 50‘s
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Relationship status: Married to a man
Narrative in brief: Disability studies and social work professor. She was
an avid athlete growing up before a back injury followed by the onset of a
virus that caused facial paralysis, an atypical gait, and compromised
balance. She speaks of the difficulty of having people see her as disabled
because she does not self-identify this way.
Travis:

Sex: M
Age: 50‘s
Relationship status: Married to a woman
Narrative in brief: Works as a health and safety inspector at a state
university. Uses a wheelchair due to a degenerative neurological disorder
that causes paralysis of arms and legs. Due to his large size, he feels his
disability makes him more approachable to his colleagues. His colleagues
often resent that he comes into work later because of his need for therapy
in the morning.

Ulmer:

Sex: M
Age: 50‘s
Relationship status: Engaged to a woman after being divorced from a
woman
Narrative in brief: Self-employed as an architect out of his home. He
uses a wheelchair after a back injury from ice climbing caused paraplegia.
He suffers from severe pain from recurrent UTI‘s and muscle cramps. His
wife left him after the accident because their relationship was based
predominantly on physical activities such as hiking, climbing, and dog
sledding. He is now engaged to a woman he met online.

Victor:

Sex: M
Age: 60‘s
Relationship status: Married to a woman
Narrative in brief: Independent living coordinator. Uses a wheelchair due
to the development of tumors on his spine in his 30‘s which resulted in
paraplegia. Believes disability is as significant to someone‘s life as they
choose for it to be. He worked as a retail manager before the onset of his
disability resulted in his inability to perform his job.

Wendie: Sex: F
Age: 40‘s
Relationship status: Divorced from a woman after being divorced from a
man
Narrative in brief: Environmental science professor. Suffered a back
injury while working as an environmentalist for the state. Went back to
school to get a doctorate and earned international recognition but was
greatly discriminated against by her professors and colleagues because she
couldn‘t sit for more than ten minutes or walk uphill without assistance,
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though upon meeting her she passes as able-bodied. Through yoga she
gained the ability to sit for up to 2 hours and accepted a job from a State
University as an assistant professor right before receiving an opportunity
to have her back injury corrected through a new surgery that has over a
year recuperation time. Her colleagues at the new institution resented her
initial passing for able-bodied. In turn, she had very poor relationships
with them and did not receive tenure after surpassing all the institution‘s
research, teaching, and service requirements. During this time, her wife
and she were divorced and she is currently raising their twins as a single
parent.
Xavier:

Sex: M
Age: 60‘s
Relationship status: Married to a woman
Narrative in brief: Anesthesiologist. Walked with crutches as a child and
young adult due to polio. Now uses a wheelchair. Describes how people
admired his ability to work through pain and never complain. He considers
his life a success over adversity.

Yann:

Sex: M
Age: 60‘s
Relationship status: Married to a woman
Narrative in brief: Recently retired plant manager. Diagnosed with
emphysema in his early 50‘s after years of working in a factory. He
worked his way from sweeping the floors to the plant manager but the
fumes made it impossible for him to stay employed so he retired early
after struggles with the younger administration.

Zeb:

Sex: M
Age: 40‘s
Relationship status: Married to a woman
Narrative in brief: A physics laboratory coordinator at a state university.
A congenital amputee who passes for able bodied. He takes pride in rarely
asking for accommodation but struggles with people‘s skepticism over his
need for elevators, handicap parking passes etc. Worries about the fact that
his non-prosthetic leg is aging faster than it should due to the extra weight
he must put on it.

All participants self-identified as White. In order to protect the identities, I do not
disclose what region of the country each is from, however, overall participants are from
14 different states with four from the West, two from the South, 8 from the Midwest, and
12 from the East Coast. All above information was included in their narratives. In an
effort to resist modernist categories, I did not specifically ask for any demographic
information.
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